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The Forum was p:i.rtly uiulcrOTittcn by a frienu 
of NARC in memory of John Walter Saladine and 
Dorothy Ciil S:j ladine and their love for theia* . 
orandson, with the hope that this forum stimu- 
lates humane and innovative solutions to complex 
problems . 
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Introduction 



FRANK J. MENOLASCINO 

Tlccent court decisions, accreditation standards and federal regulations 
arc demanding a reduction of public institutional populations alon;^' with 
improvements in the quality of residential programs. A lack of ade- 
quately described alternative models places state planners and consumer 
advocates in the position .of maldng poorly informed decisions. State 
agencies have frequently committed enomious fiscal resources to resi- 
dential services plans which later proved ineffective, disruptive, con- 
tradictory and, in some cases, illegal because the planners did not have 
access to a variety- of viable options among appropriate alternative serv- 
ice models. 

The format and content of this National Forum on Residential Services 
is desig-ned to have maximum impact on the problems and dilemmas 
faced by state and local planners of mental retardation services. 

Our overall goal is to provide the basic information which is necessaiy 
to develop an action plan for implementing a comprehensive system of 
residential services. Specific presentations will highlight this informa- 
tion in a manner wherein it could be directly utilized' on behalf of our 
retarded citizens. Then a series of "showcases" will illustrate the details 
of five current program models for delivering residential services with- 
in a variety of ideological and geographical population guidelines. 

I am very pleased to note the large number (250) in attendance at this 
Forum, since I recall that 10 to 15 years ago, if one scheduled such a 
forum you might find about 20 people in attendance. There was precious 
little interest then and unfortunately this reflected precious little concern. 
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\i ih.ii ii:M(* (ill' ;ins\VMi' auA \vt' --tlu' (|nf'l.H's--c-(M't:iinlv ''!;iu.'\v'' 

ji.r ";mi.;\viT. " Miu'iiusi* Mil' (Mti/en h:\\)])vno(\ Lo \)r lalu'ltul niod" 
v.\is, Ikh'mus*' of lJi:il svinploin, indtHul ahiio rnial, :uul wo IkuI plat.vs to 
,;.Mu( to i)c "...Willi tlicir own kiiul." Tliis niodc^l aJid poslinv* of 

pr-^t*./ssi')n:il-})ul)li(' UunkininKM'sisUMl in (liis counti'v rroin TJlO nr.Ul 

\(Mrs a:>o, 'i'lu-iv wcri! no \'oicMvs to spc^iiv of altr rna( ivav; , 
•hop. ' or i i > 1^ ^. j >a '•'» si< )n . 

i ;nii [)io:Kso<i ii.) u^>ti* Hiat in our altCMulaiua' Hkm'o arc statt^ and local 

;d;ti!ni.M-s and roprX'Si.M',tati\'os from all Ihvco hovels (local, static and 
nali^)n.!h <;\' omi' AIU' .MioxaauLMiU TIiltc also ai'c ])i'c\S(mt a number of 
.di'cird onu/ial:> sacii as staiab^'s from niany (W' our slates. Welcome to 

->f \-ou! W e, as an oj'i;ani/.at ion, liavc^ alu'a ws l)cen pleased to work 
w ill, a eomin'.':-tov;eliier of diverse -a'ouj)S, Tliis eonuni;'-M)i;*ethcr for com- 
mon imeresf.s lias hr-come a kno\vin!i,-to5j,'etluM', and it has IxM'n a key in- 
:'.r<Miien! of the work of \:\\{C ihesc^ last 2(» years. 

Tiu- risv ofuH.^ XmiMind Association for- lU^tardtMi C'iti/aais in H^aO In'cui;1it 
ooMi thr impact of ad\'ocatcs ami the Ijei^innuvj,' of an on:J,-onvj,' concern and 
push for r"e..idential alternatives, The alternatives include some persist- 
!'nt i.her.ics (">f lielp~~whieh Kleanor Klklu will historically review for us 
;n th<' first major p resen tat ion --su eh as: What are tlie more modern and 
::!ii:.;iiu; resideutan.l a ppa'oa r -lies *; What can Wr do*.* How can w^e do it'.' 
i t 't^s --et it done ! y 

ki mv opinion the issiu^ of residential st^i'viees is, without (|uestif>n, the 
key one in the field of menta.l rc^ardatien in our country today. iMvan 
Ih;* vi<'wiv)ini.s of interest on [lie pail of retarded citizens, their advocates, 
puMie offieiaJs and the financial-political repereussions~-eve rv' otlu^r 
issue in this area pales i.>y comparison. From our perspective as ad- 
vocates of retarded eitizens--residential scn^icos are currently tlie 
same euttin-- edij:e as were ihc f)pportunity C^entcrs in the early fifties. 
"iMie Op|>ortunity Centers v.ere our first candles of hope for the retarded 
c itizc-ns of this countn'. hi the early fifties, when the education estal)- 
lisliun.ait of our nation would not; because of attitudinal blindspots, 
provide trainim; (^p])ortunities for retarded citizens, it was the AHC 
movement tliat did ])rovi.(le the Opportunity CXaiters. Tliey l)ecaine tlie 
c-andles of liope (and help) wliich lit the road to classes for the trainable, 
l]ien the more i;iobal special education thnists ruul now witli the right- 
to-educalion national lo-aslation— Thank Ck)d! for the Pennsylvania 
Association for Iletarded Citizens--tliis has become a i^eneric scr\Mce 
for evcM^' eitizen'in this coun.tn* wlio happcms to be retarded. 

That same approacJi, that same fervor, that same search for vial)lo models 
of help is now i^resent in the push for modern residential servi(res today. 



lihlcc.Ml, i;i*MU[) iKMiH'ts liw llic <>pporiunjty (.,\Miti»i's of the scvniLios, ;in(l 
(Ikw h;tvr^ iHMMMUi' llic tMiidlos of hopi* which will iUinvuniito jiltonnitive 
p:illuv:'\\s lo :\ui\ out of the institutions whit^h h:ivt.^ dinuncMl the dcvolo])- 
nuMit:il lu>n/>t>ns of u):\n\ of AnuM'it:;i's prosoiU i^tMionition of rct;inlecl 
t'iti;u.Mis. The (|Lic.sti(^ns (^f l)o\v, wIumi and whore to ''do it" tend to haunt 
lis. Similar f|U(\siions wvvv splendidlv distnisscMl by Dr. Kli/.abeth Uoj;\};s 
in tho I'irsL lUrnarv Session on residential servictes at our 1<)7(; National 
Conventit)n in hvlianapolis . She Lvavc (Mie of the finest present:itions Tve 
heard on ]nental reUirdatioi\ in the last If) years. Tins pioneeriiii*' lady 
of NAKe^ hail the "audaeity" to <iuestion t.he modern concept of normaliza- 
tion :nid uuprove on its utili/.ation value--rather than the eatch phrase it 
has so often iKjeonu:;. She spoke, as a ])arent of a retailed eitizen, to , 
the eoninnni sense undei7)inninL;'s of the nornKdization eoneept and its 
iiupaet(s) on the oppoilunities available for the least restrictive resi- 
ilcMitial eiuiroiurients ])Ossible for the freedom and development of all of 
our retarded eiti/cns. She underseorod that we must match a series of 
residential o|)tions to the wide variety of personal-social needs of our 
retarded eitixens.. 

Many of the persisUnit questions focus on the need for evolving- models 
of residential services which do "work." Yes, we have had benchmark 
documents which presented overviev/s of the state of the art in residen- 
ti:a services. One excellent ex:imple was the publication of the President' 
Committee on ^Mental Retardation's Chan^^lng' Patterns in Residential 
Services in (and its^ new edition in 197{)). In the 19G9 document the 

presentation by Dr. Gunnar Dybwad focused on the roadblocks which have 
stifled proi^ress in evolving modem residential programs for retarded 
individuals. In 107^ those same roadblocks are silll present. Yet we 
now do have models that work, and our public information efforts liave 
■appreciably altered professional and <?:enera] public attitudes toward our 
retarded citizens. Indeed, a recent report of the President's Committee 
on .MenLil Retardation (People Live in Houses) clearly documents modem 
models of residential services which have sewed, imd are serving', 
retarded citizens very effectively! 



I thinJc this Forum will provide all of us an opportunity to lean back, 
interact witli the presenters and expand our minds. Reflect on these 
presentations— on this vital topic— and then do Bomothin--! 

Our first presentation will be by Mrs. Eleai^or Elkin, a dear friend of 
mine and of the retarded citizens of this country. Tiers has been a total, 
om^oing commitment to service and advocacy. She is a past President of 
N\\RC and is the current Chairi:>erson of the NARC Residential Sei^ices 



(.'(Mviinil Siu» hns \)rcn l!u» drivini;- U^vvv \u the initiation and fiiiali/.a- 
tion nfthis Iv(\si(K;nlial l onini. Wcv pivsentation will ivwcv the histor- 
ical prrfqioctive of ovii* AUC niovaancnt conooniini;' rcsidentiaraltcMaKili v(»s, 
past ,'uul prosent: hai)i)iMU)(I. how it hapiHMuul and our cu indent postiiix^ 

on lliis inost vital dimonsion of our niovenicntVs on.i;oini;" cM^nuuilniont to 
alleviate tlie svniplom n\' mental rc^Uii'datlon. 



Historical Perspectives 



K L K A N OR S . I. K ! N 

Being asked to talk about histon^ can make a person uncomfortable. We 
don't like to admit we've been around Ipnc^ onou<^di to talk about histon^, 
but I have a measuring stick of my age) It was ^iven to me by a very 
wise woman. A eommittee of junior women wore discussini^ whether or 
not you eould continue as tt mpmbcr of a junior women's elub if you were 
pasfSO - a very serious problem. This lady stopf)ed us, saying, /'Just 
remember, you're only old-when a new idea hurts. " Wlien change starts, 
hurting, I stop, re-examine the -issues and my motives and ask myself if 
I am young enough to meet the challenge. 

The NARC scene Perhaps it began when a mother put an advertise- 
ment in a newspaper asking other parents of retarded children to come to 
her home to talk about their children. They were frustrated and upset 
because the schools had "excluded" or "excused" their children. NurseiT 
schools and camps would not accept them, and services for the blind, 
deafer crippled children were closed to those who were also retarded. 

For them the future must have seemed dark indeed as they looked ahead 
and saw only the institution looming at the end of a ver>^ short road. Most 
people believed that was the way it had to be, but these parents were de- 
termined to obtain acceptance and a irface in the community for mentally 
retarded persons, so that they could walk in dignity with their families 
and their friends. 

They got together - they laid plans - they talked atx^-ut retarded children 
to even'body they could get to listen. Some of their neighbors called them 



"detiicated" - aad brave Some officials called them as:j;rcssivc - and 
emotional - and intcrferrinft-. 



But,;, . they were hoard... .in Seattle, in Colunibiis, in Montclair and in 
Nc;\v*^York. '. ^ 

They even bc'a,an to hear each other and to realize that if thev could join 
toiretiior, they would be able to spcalv with .stren,^•th." 

111 1950 aboiu V "parents and friends of the mentally retarded" sathered 
in Minneapolis, forming NARC, and pledging themselves to become spokes- 
men for a l)etter life for all retxxrdod persons.' 

The early business of the association was carried on solely by volunteers. 
Thousands of letters were written to parents in response to their calls for 
help and to fellow citizens asking for their understanding and support. 
Who knows. how- many ciJ^es were halved to get fluids to start nursery' 
classes in church basements. 

\Mien they finallv were able to open an office with a gmall staff, the associ- 
ation launched a cnisade for public understanding and aecept<ance of men- 
tally retarded oersons and for the provision of necessarj- services. Their 
voices proclaiming "retarded children can be helped"-were heard through- 
out tl.is oountn'. 

Th( pioneers were successful in many of their efforts, such as securing 
'programs for childien who were labeled "uneducable" and so, rejected 
bv the public schools; promoting better handling of "new" parents by Uie 
faiDilv physicijui; afid obtaining programs for those persons tenned "in- 
feasible'' for training by the vocational rehabilitjxtion aut^.orities. 

They traveled to Washington and state eapitols for special hearings and 
private conferences. They were instinimental in the formation of diag- 
nostic and evaluation clinics, recreation programs and counseling. 

in 10- 2 they were recognized before the whole world when NARC received 
the First International Award for Outstanding Aehievemeat in Ixjadership 
from the Joseph P. Kennedy, Jr. Foundation. 

Vet parents could not really rejoice in their successes because their 
hearts still held e chilling fear of the future. -What would become of the 
handicanped mem -r of their family when they were dead? They must 
learn more about th.s place where many of their neighbors' children al-- 
rcaf'\ resided. 
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Df courses there h:id iiiwa^s been an interest in institutions. Tlie NAHT 
Constitution lists nine puiposes for the Assoei::tion*s existences The 
first/the veiy first, ot these purposesMs: 

"To ])ronM)te the -enonil welfaiv^ of (he menially retarded of 
all nu:(»s ov<-rv\vhc»L-o: at lionie, in the conmnniities, in insti- 
tutions^ and in })ul/iic, privair; :i.nci relii.vi"'>^i^^ seliools. " 

S(»voitd of the cliarter nieivd)ors ofNARC ^olon-vd to units tliat \vure 
yfonnoti of pai-ents v/ho.su children ro'^ided in ii S]-)eeifie institution. The 
activities of these units were mainly benevolent. They i';ave ])ienies and 
pa.rtics, and obtained special itr^ns for tiie residejits. However, few 
iastituilop.s boasted sucii a parents' liToup, and even fewer iuid, or wanted, 
a volunteer- pro^rani. Superintendents at that time did not wc^leome tins 
"outside interference'' and ciiseourav!;e<l tiieui, elaimina; the necessitv to 
])rotect the ijrivaev of the residents and their families. 

"* 

Karlv, committees were fomuvi^ called histitutions Committees of NAKC. 
Tliev were concemed with findini; the way into the institutions, both for 
theinselves and for retiirdcd people. They a<lviscd parents to mai^e ap- 
plication for their child to enter the institution as "insurance"' in case of 
their death. After all; who could afford a private "school?". . . ; And the 
v;aitimr list was , five years lone;*, almost every^vhcre in the country. They 
made large donations to institutions for swimmhig pools and circuses and 
Christinas presents. Th(vv collected old clothin.ii; {Vvc never seen such 
unbelievably moth-eaten and dirty cloth in<j;) and dolls and coloring lx)oks - 
lots and lots of coloring tx)oks - for the residents. They delivered these 
Uifts. to the institution - that's how they got inside - and they didirl like 
what they saw. And they said, "Something has to be done.*' 

. In April of .l!)3S the NARC Board of Directors adopted a policy statement 
that future ])lans for st^xtc institutions should. contain "plans for housing 
no more than 1, 500 persons at each institution. Proii;ress ? It was. 
Many of them had 3,000 to 0, 000. The statement also called for plans for 
establishing suth institutions ^elose to population centers, preferably in 
those commimitics in which there were universities or medical schools. 

In the publication. Decade ot Decision , an evaluation report prepared for 
the 10(^0 WTiitc House Conference on Children and Youth, NARC noted that 
the task ahead required tlie 'projections of future need for residential 
care of tlie severely retarded based on analysis of changing trends in tlu. 
characteristics of children for whom such care is sought." It also stated 
. . . "The period fOoO to 1900 has seen the advent of both tranquilizers and 
TV in most institutions, on the whole for the l>etter, although not v\ithout 
certain attendant hazards for those who mostly sit and wait. " 

< t 



In 19(i3 the NARC Residential Care Committee (note the name change, but 
it would be another five or six years before it would become the Re-Biden- 
tial Services Committee) conducted a "Survey of State Residential Institu- 
tions. " It had as* .its objective better understanding by parents of the prob- 
lems and needs of the institution and better understanding by the institution's 
personnel of the parents' problems and needs. The report was presented 
and discussed before a pacl<ed house at the NARC convention. It revenled 
great differences in the types and quality oi" institutions. Many NARC 
members became very concerned about what the report indicated miglit be 
lia7)pening to children and adults living in institutions. 

State and local committees got their legislators to tour institutions with 
them. With the legislators they got into areas of the institutions that 
parents and yolunteers had not seen before and what tliey saw made them 
erv. Their solution to the reduction of waiting lists and the overciwding 
and the lack of programs was to work to build more institutions. Surely 
the new' institutions would bring a better life tc those people who would 
move into them. i 

Members of President Kemiedy's P^anel on Mental Retardation went to 
Europe and visited vesidenlial facilities there. They brought bacK to us 
pictures and reports of hostels and halfway houses and institutions that 
looked pleasant. Surely, it could happen here. 

The AAMD's Standards for State" Residential Institutions fo r the Mentally 
Retarded , published in 19(; i, presented minimal standards thought to be 
o-enerally attainable within five to ten years and to be usable as a basis 
for future evaluation of 13-1 state institutions. But these "peer group" 
evaluations were considered confidential and were not released to ARC 
neople unless the superintendent so chose. Few over reached us. 

In 19ri5 th-e NARC Board of Directors, in its charge to the Residential Care 
Committee, defined residential care, "to include any facility which pro- 
vides 2-1 -hour care f'.r the mentally retarded, whether in a large institu- 
tion, school, hospital, regional center, boarding home, nursing home, 
hostel or halfwav house, under private or public auspices. " In this 
charge they also stated, "Residential care should be considered a part of, 
rathe"r than a substi^te for, community services for the retarded. A 
residential facility and other agencies within the community should con- 
stitute a cooperative team serving the retarded individual and his family. " 
Some states were beginning to establish regional centers. Some states, 
particularly their Residential Services Committee members, talked about 
designing better residential facilities wher- people could be housed and 
served in smaller groups. 



Tlnvu-'h its Uoscnuivy Oylwad Awards for travel, NARC began to send 
both volunteers and professionals to study the residential serviees pro- 
oTunis in Kuropo, particuhirly in the Scandinavian countries. Many came 
back witli fire in their eyes and exciting;* accounts, not only of institution s, 
with bedrooms for t\yo ])eo])lc, fuiTiislied witli regular furniture and deco- 
rated with bright, cliecrful colors, but of retarded individuals living in 
a])artnients and homes - riglit in the neighIx>rhood with the other folks. 

The RosenKi/v V. Dvl)wad Awards were also helpful in bringing experts 
from Donniarl , Sweden and England to lielp us improve our residential 
services. They were horrified at|\vhat they saw. An official from Don- 
m.'irk told the press that in i:)enmal-k they treat tlieir cattle better tlian we 
treat our institutionalized people. Thr;t hurt. That upset us. 

More comnuttees n^.ade more toux^s of the institutions, and they were 
sliocked at w^hat tliey still saw. Those who had seen a cattle bam in Den- 
mark knew that our friend tf)ld tiie truth. Something liad to te done al)out 
iho dreadful, dehumani/.ing conditions in which we were allowing people 
to live. 

In rjfir) NARC adopted as a prime objective the development of a ^Uong- 
term program to achieve: (a) a marked improvement in residential facil- 
ities and programs; and (b) a better public understanding of the heed for 
improved residential care of retarded persons. As a strategy for mec^- 
:ng that objective, NARC joined with the American Association on Mental 
Deficiency, United Cerebral Palsy Associations, American Psychiatric 
Association and the Council for Exceptional Gliildrcn to organize the Nation 
al Planning Committee on Accreditation of Residential Centers for the 
Retarded. This was the group that established the Accreditation Council 
for Facilities for the ?vlentally Retarded (now Developmentally Disabled 
has been added) within the Joint Commission on Accreditation of Hospitals. 
NARC is represented on the Council by two members. 

Jn 19^8 NARC issued its Policy Staternents on Residential Care and launched 
a Crusade for Change*' in residential services. The publication, in 19G9, 
of The President's Committee on Mental Retardation's monograph, Cliang- 
\nrr Patterns in Residential Sei-vices fo r the Mentally Retarded , brought 
Bengt Nirje's normalization principle lo America. And to refresh you, it 
says: 'The normalization principle means making available to the men- 

. trdly regarded patterns and conditions of everyday life which are as close 
as possible to the norms and patterns of the mainstream of society. " 

I have to make a comment I^ere because it was said that normalizatioai*/as 
challenged, and evervthing should always be questioned. This year a sym- 
posium on Integration and Normalization wa? sponsored by NARC for the 
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hitomationri] Lcai^Tie of Societies for thp INIentnlly Ilaiidicappcd. One very 
interestini; tliou.i;'lit was repeated sevei'al times. Nornialization is an idea; 
it's a tool - it^s a tool that wrs developed to help us undo the terrible de- 
humani/.atiou to which \vc have subjected people in our residential facili- 
ties, ir we do our job rii^ht in a few years we won't need to worrv about 
niisunderstanch'nii; of the word. We won^t need it because we won'l need 
that tool any more. Hold thot thouiz.]it. . . a very important one. 

Tlie aecept:uic'j of the noimiali/.ation principle marked a turn-around in 
our thinldni; and our actions. . 

Also ia l'H>u the international l,ea^TK3 of Societies for the Mentally Ilandi- 
capixvl conducted a symposium on residential services in Frankfurt, 
(ieniiany, in wlueli 13 eountri(^s, includin^^- the I'nited States and NAUC, 
piirtieipated. They concluded: ^4^etah:led children and adults. . . sliould 
be helped to live js normal a life as j.ossible. Tlie structuring; of routiners, 
the 'fonn of life' and the nature of the physical environment should ap- 
prf^xunate the normal cultural patteiTi r^s mucli as possible. The hospit^il 
model is inappropri:i.te for residential services for most of tlie mentally 
retiirded. 

Tiio next rear, 1!>7(), The I^resident's Committee in An Action ro Hoy,!!!!!- 
por^al supported tlie principle th.at new facilities sliould be located within 
(•he conununily sen'od and provide for normal conticts with the life of 
the community. 

The I^resident's Task Force on the Mentally Handicapped, in 11)71, 
warmly en(k)rsed the replacinci; of existin.i;' institiitions by siaaller home- 
like units located within the community. 

In October, 1072 the NAKC, In annual dele^-ate convention assembled in 
Montreal, Cana(ka, in connection with tlie Intcniational ConLi;ress, a(k)]^tcd 
the foUowinii; resolution: 

^'BE IT RFSOLYED. . .That the National Association 
for Retarded Cliildren recomme.nds that the public 
interest requires that additional residential facili- 
ties for the mentally retarded must be constructed, 
purchased or leased. 

'»BE IT FURTHER RESOLVED, that the National As- 
sociation for^Retarded Children recommends that such 
residential faa^ilities consist of small itving units, 
each replicating a normal home environment to the 
closest extent possible. 
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^'DV: IT Fl'HTIlKR llESOLVEI). that the National 
Association for Retarded Cliildren recommends that 
siioh rcsidontial facilities take absolute precedence 
over fiirtlior capital investments in oxistiiu? or new 
lavv;c .scale 'institutions'. . , " 

the turn-around was complete. Now Residential Services Committees 
ix'i^Tin scekin.ii.' the way out of the institution and the establishment of quality 
special livinjj; arran^'omonts in the community. 

In '!!)7:l N.'vRC published Tlie Rii;'ht to Choose to lielp them. Many differ- 
ent conimuiiitich arc j^rovidini;* many different kinds of residences.. No 
•tv.T, arc alike because they are reflections of the indivicUials who live in 
thcfn. ' ^ 

il.;we\er, nr.t evorvono was pleased with tliis pro<;Tess. Some people 
felt that it was a stc^V I:);ickwards and that ment<ally retarded children and 
adults livin.i^' in institutions were beinp; abandoned,^ The movement of in- 
dividuals from the institution into desirable places in the community wa^s 
{■Mv\ \s) slow. Cavcfu] planning on the part of the communit^s institution 
and family is necessai^ to help the retarded person live successfully in 
iho coinr.uinitv\ When movement of large numbers of persons from tlie 
institutions v/as rapid, it w;is usually unsuccessful. sometimes disas- 
tcrous. Responsible, caring people were horrified at the irresponsil:)le 
"dumpini;'" of mentally retarded boys and i^irls, men and women into the 
con^.nvmity, nften in substandard boarding or nursing homes, witliovit ar- 
ranging for necessary program services to help thern achieve and main- 
tain their fullest independence and abilit>\ ' With the availability of federal 
dollars tlu^iigh Medicaid, many nyirsing' homes and intermediate care - 
facilities began accepting residents of institutions. In some states this 
v/as their deinstitutionalization program. ; . shifting human beings from 
big facilities to smaller buildings - never mind their needs or desires. 
In response to thiii situation NARC held a National Symposium on Nurs- 
ing; Homes, in May 1975, and- in October of that year issued Nursing 
Hon.es in the System of Residential Services: A Position Statement. 
The position statement enunciates basic guiding principles which can be 
used by parents and professionals to assess the appropriateness of nurs- 
ing home settings for mentally retarded persons. 

Still, there- was confusion and misunderstanding about NARC's position 
regarding residential sen^ieeg. The memtership, at the 1975 annual 
convention, directed the Residential Services and Facilities Committee 
to reexamine and update NARC^s potsition on various issues and problems 



12 



related to residential services. The publieation, Residentia l Services; 
Position Statements of the National Association for Retarded Citizens , 
was adopted by the Board of Directors in October 1976 and is included 
in your Forum packet. It concludes: ''It is the right of handicapped ^ 
individuals, including mentally retarded persons, to live their lives as 
normally as possible within the community. Every state and communi- 
ty must give precedence to the establishment 'of a variety of living ar- 
rangements and the necessary support and program services witliin tlie 
comnumit>\ 

And it also says: '\ . . adequate ftmds must be provided to assure that 
community programs become financially stable and tliat existing public 
facilities are able to meet accreditation standards.. ^ 

Ami furtherf »^ .. there is no difference in the rights and entitlements 
of retarded persons, no matter who^e they live or whether those resi- 
dential facilities are publicly or privately owned. The ARC movement 
is charged with the eoiitinufng duty of monitoring the quality of life and 
the di.gnitv^ of individual programs wherever they may occur. 

It isn't easy. There are unknowns and obstacles. Tliere are zoning 
problems and worried neighbors. There arc unions and institutional 
suppliers. Some of the bitterest opposition comes from parents who 
are concerned about the future and who believe their ehild'fen need the 
protection of an institution. Position statements do not alleviate their 
Jears (U^ solve their problems. 

We accept the challenge. We've never been afraid of change and opposi- 
tion to 'change. It is the story of the fight for a full life with digTiity for 
our children, neighbors and friends who happen to be mentally retarded. 

Today, together, we begin a new chapter in that story. 
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Comprehensive Systems 



JOHN McGEE 
WADE HITZING 

Many people have asked why there are still nearly 154,000 mentally 
retarded citizens in state institutions. Federal District Court Judge 
Orrin G. Judd answered this question when speaking of the Willowbrook 
lawsuit. He said, »*In most cases there simply is no other place for 
the residents to go. 

This straightforwa,rd. reply is a fair description of the status of residen- 
tial alternatives for many mentally retarded citizens in the United States 
today. .For the 154,000 institutionalized, mentally retarded citizens in 
this country there is often nowhere else to go. Yet, there is, much dis- 
cussion conQeming a continuum of residential programs which has 
evolved in recent years, a continuum which is presumed to be capable 
of meeting the residential needs of all mentally retarded citizens. 

In this paper we have been asked to describe this comprehensive con- 
tinuum of residential alternatives. To do this wfe will: 

1. Examine the impact that values have on the development of 
residential alternatives; 

2. Describe the current continuum of alternative residential envir- - 
onmients; 

3. Analyze the implications of this continuum; 

4. Describe an alternative approach which is based on an array of 
services, rather than envi ronmental options; and . 



1\ 



5. Analyze the implieations of fhis alternative, espeeially with re- 
spect to future planning. 

It is important to note that we are describing and rmnlyzing botli the eur- 
reni, widely accepted continuum of alternatives as well as an alternative 
approach to the development of residential services. We feel strongly 
that if professionals, consumer advocates and consun-^ers critically ques- 
tion the human values upon which services arc built, there will be a sub- 
stantial shift away from current trends. 



BELIEFS 

All human ser\iees arc based on belief systems, either conscious or un- 
conscious, that shape the quality and type of .services to citizens who arc 
dlsablod or liandicapped. (Juite often these beliefs arc unconscious. We 
rarely ffuestion these beliefs; we almost never ask ^^Vliy?'' ^ 

Recently a count^^ board invested SGOO,000 in new con- 
struction at the county home. WTien asked why the 
count\- would spend so much money in segregating people, 
one of the board members replied, *VU1 they need is 
plenty of open space^ clothing, a hot meal and a bed. . . ^' 

Such statements appear ludicrous, yet they arc quite common. 

Traditional belief systems have resulted in human service systems based 
oi\ segreouted settings, environments and architecture. We have usually 
as summed that people with special needs require separate, special places 
to live and be served in. Our beliefs have been translated into environ- 
mental terms: old people belong in nursing homes, retarded people in 
institutions, handicapped people should live in villages, etc. 

Such segi-egating architectural approaches have been ^^justified" by var- 
ious rationalizations such as: economy, safety, protection and stability. 
Such nitionalizations serve to reinforce the concept that it is necessary 
to segregate people with special needs rather than integrate them into 
community* life. 

THE CONTINUUM OF RESIDENTIAL ENVIRONMENTS 

Our nation* s response to the deinstitutionalization mandate has resulted 
in what can be described as a continuum of different residential envir- 
onments. These environments can be placed on a continuum which ranges 
from more restrictive to less restrictive. There are various broad en- 
vironmental areas on the continuum which can \:>e described. These 



environments can be analyzed in relation to tlieir degree of restrictive- 
ness or in relation to how they tend to inteia'ate a person into eomnuinity 
life. 
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There are many variations of these four environments; however, in gen- 
eral, thev are roDrescntative of tlic major service responses the system 
has made to meet the residential needs of disabled citizens over the last decade. 

INSTITUTIONS- 

^This environmental model consists of intermediate and large units usu- 
ally physically and socially segregated from the surrounding community. 
The model generally restricts the client to the' segregated facilities al- 
thoMgh there may be some social, occupational or educational integi'ation 
within the surrounding community-** (James Budde, ALERT, Kansas 
Universitvs 1975). 

^The tenn institution refers to a deindividualizing residence in which 
persons^are congregated in numbers distinctly larger than might be 
found in a large family; in which they are highly regimented; in which 
the physical and social environment aims at a lowest common denom- 
inator; and in which all or most 'of the transactions of daily life are 
^ carried on under one roof, on one campus or in a largely segregated 
fashion'* (W. Wolfensberger.. The Principle of Normalization in Hu- 
man Services . National Institute on Mental Retardation, Toronto, ,Canada, 
1972). , ^ 

'\ . . placement of the mentally retarded outside their natural homes into 
any living arrangement not of tlieir own* choice is institutionalization. . . 
(James Clements, ^^Appropriateness of nursing home settings,** in Nurs - 
i ng Homes m the System of Residential Services , National Association 
for RetardecPcitizens, 1975). ' 
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SPECIAL NEEDS FACILITIES 

"This environmental model consists of intermediate or small units that 
are often physically integrated into, but socially segregated from, the 
surrounding community by numerous restrictions, but there is some 
social, occupational and educational integration. Most services' func- 
tions are consolidated within this model for the reasons such as ex- 
pedience, economy of organization or due to the perceived inability 
of the clients to function in a more integrated manner" (James Budde, 
ALERT, Kansas University, 1975). 

Intermediate Care Facilities 

"According to the federal law, an ICF is defined as an institution which 
provides 'health related or rehabilitative care and services to individu- 
als who do not require the degree of care and treatment which a hospital 
or skilled nursing home is designed to provide, but who, because of 
their physical or mental condition, require care and services above the 
level of board and room.' 

" the laro^St nursing homes in this country are what we formerly called* 
state mental retardation institutions. Yes, the old state -ope rated, multi- 
purpose institution for the mentally retarded. I wonder, is it better to 
call them 'skilled nursing facilities' or 'intermediate care facilities' for 
the mentally retarded?" (Susan Weiss Manes, Nursing Homes in the 
System of Residential Servic es, National Association for Retarded Cit- 
izens, 1975). 

.GROUP HOMES 

"This environmental model consists of small service units that arc usual- 
ly physically and socially integrated into the surrounding community. The 
model results in integration as a function of the community's cultural, 
social, occupational and educational attitudes. Services are usually in- 
dividualized and the foremost emphasis is on the client. If restrictions 
are needed, attempts are made to make them on an individual basis and 
■for only as long as it is necessary for the individual's development. There 
arc usually no more than eight to ten clients per home" (James Budde, 
ALERT, Kansas University, 1975). 

"A Residential environment where the individual enters. . . a home atmos- 
phere (ensuring) that residents lead 'normal lives' and participate in 
community life outside the house. The basic philosophy behind group 
homes, maximizing community contact for disabled persons, requires a 
day program, a vocational and/or educational experience outside and 
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away from the residence'^ ( Kobe it Go(xlfellow. Group Homes; One 
Alteniatlve , Center on Human Policy, Syracuse, New York, 1974). 

'\\ ijroup home is a facility' located in a residential community provid- 
ing shelter and/oi rehabilitation for (individuals) who, for various rea- 
sons, cannot reside in their natund home. . .The goal of tiie service is 
to return home, other placement or emancipation, depending upon the 
age of the (person) and the circumstances of his family" ( D. Laul3cr 
and F. Bangs.. Zoning for Family and Group Facilities, American . 
Socict\' of Plannini;' Officials Report /f300, Chicagr), Illinois, 1974). 

r 

I^^DIVIDUALlZED PLACEMENTS 

"This service delivery model consists of small units that are almost 
;ilways physically and socially integrated within the surrounding com- 
munit5\ Services are preventive or preserving and carried out within, 
or in conjunction with, the client's normal living environment. Service; 
are totally individualized; an emphasis is foremost on the cLients, their 
reintegration into the normal home and/or the prevention of institution- 
alization. The environment v/ould be typically owned, leased or rented 
by parents, foster parents or by the consumers themselves" Mojiies 
Budde, 1973). 



IMPLICATIONS OF THE CONTINUUM 
FOR RESIDENTIAL ENVIRONMENTS 

rt is important for us to closely examine the implications of basing a serv- 
ice system on a continuum of different residential environments. This 
continuum, which is so widely accepted, has evolved because of a national 
commitment to develop less restrictive alternatives to institutions. In 
general, if we compare this continuum to what previously existed, when 
there were few alternatives to the institution, it is easy to see that we 
have made progress. The continuum recognized that disabled citizens 
have a right to the least restrictive alternative possible. For example, 
it is probably true that having your needs met by living in a group home 
in the community is better than having to live in a large segregated in- 
stitution. Such an alternative is less restrictive. It tends to be more 
integrative and more consistent with the developmental mfidel. 

Positive Implications 

There are, therefore, several positive implications to a continuum of 
rcsid.ential environments. 



18 



0 The continuum of environments Is so comprehen- 
sive that there are^no "gaps" In residential 
services. I'^^ioh of these environments is said to have a "place" 
on the continuum. Any state^or community that has a wide enough 
rang'e of these environments- dan be assured that all of its disabled 
citizens have a place to llwe which is "matched" to their current 
functionini;' level., 

# It allows the client to move through the system 
as he or she. grows and develops. Initially a client 
is placed in a living environment which "matches" his current func- 
tioning level. As a client progi'csses and gains new skills he can 
rmfivo or "graduate" to a . less restrictive setting. Without a con- 
tinuum cf environment? this progressive movement would be im- 
possible. 

% A continuum is cost effective. Proponents of the con- 
tinuum argue that a continuum of residential environments is more 
cost effective than a service system which relies largely oa the 
institutional model. Those clients who have progressed can move 
from the institution to less costly settings such as group homes 
or clustered apartments. 

Negative Implications 

The negative implications of the continuum are a result of a Ixasic mis- 
conception: 

A disabled persfi>n must have his needs met by placement 
in a special and usually "segregated" environment. 

It is true that there have been m.any positive developments over tlie last 
decade: the reestablishment of the constitutional rights of disabled citi- 
zens; the creation of innovative community service alternatives; a ten 
percent decrease in the institutional population; the vitalization of a 
national consumer advocacy movement. However, there are also somc^ 
dangerous trends emerging because of our acceptance of the fiuidamental 
misconception cited above. 

9 Di^ferent groups need different environments. 

A continuum of residential environments is based on the belief that 
different groups or t>pes of disabled citizens require different 
kinds of bnvironments. Roles for each of these different environ- 
ments are being developed. The now mlc of the institution is said 
to be that of a state or regional resource center - the living envi- 
ronment most appropriate for multiply handicapped children and 
adults. By developing a role as "the" environment for severely 
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'lisablcul citi7.t\ns institutions are atteniptini;' to (^nsuve thoir eon- 
tinueci existence ami future growth. 

Group lioines are enieroini;- as '^tho'^ residential environment for 
niO(lera,tely disabled children and aci ilts. Such children anri adults 
are said to need a uri'oup home onvii^^amcnt I>ecause tliey cannot 
succeed in more inte.L>7'ativo settinL;*s. 

Nursing- homes are emerLiini;' aationallv as the major ivsidential 
solution for individuals with S])ecial mecUcal needs. 

An indication of tlie pervasi"veness of this approach is that it is now 
quite common to read of planning;' formulae which attach various 
levels of (Usabilities to different de.L^roes or tn')es of restrictive en- 
viroiuneuts. Tliis approacli results in sucli proposals as: 

''based on our current population of 'x^ number of 
severely handicapped individuals we will need to 
develop ^y' number of i^Toup homes.'* 

The disabled person must "earn^'^hls way through 
the system. A major danger inherent in the continuum concept 
is that it places the burden of intes^ration on the disabled person 
rather tlian on the system. For example, it is common to px^esume 
that a severely disabled person must be institutionalized until he is 
''readv*^ to move into a less restrictive community environment. 
Kntrance :md exit criteria are usually developed for each of the dif- 
ferent livinii: environments. 

Cost. The development'of a comprehensive continuum of resi- 
dential environments requires a tremendous expenditure of funds 
for purposes of renovation and capital construction. Many states 
are investing' millions of dollars in institutional construction and* 
renovations, under the guise of developing '^more normalizini^*' 
environments. 

Nursing homes ate mushrooming across the United States. Tliis 
implies lifetime costs to keep beds filled. 

Communities across the United States are funding the construction 
of new group homes at $150,000 to S250,000 per 8- to 12-bed group 
hom9s. 
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ALTERNATIVE APPROACH: An Array of Service 
Alternatives 

The movement toward the total integration of disabled citizens into com- 
munity life is at a crossroads. The development of a continuum of dif- 
ferent environments has resulted in partial integration, partial success. 

It is now necessary^ to focus on a further, more comprehensive imple- 
mentation of our basic value system; one that will bring about a recogni- 
tion of the consumers^ basic human and legal rights. We must focus on 
, the least restrictive alternative - the family for children and youth and 
an integrated, interdependent living situation for adults. Such a focus 
is not o:^ the least restrictive available environment A^hich, in some 
instances, may even be the institution but rather on the absolutely 
least restrictive environment - one which is'a physically and socially 
integrated setting. Such a focus will lead us to concentrate our crea- 
tive"energies on the development of the array of servicos^not envi- 
ronments) necessary to enable a person, regardless of severity 
of handicap, to remain in or move to the m.ost natural, normal 
setting. 

An array of integrative services in graphically portrayed in Figure W^. 

Such an approach should inititate a trend toward both physically and so- 
cially integrated living environments for all disabled citizens. We will 
be able to move from such well intention ed statements as, "A range of 
communit}^ services should be so complete that persons need not leave 
their home communities to receive those .-.ervices necessary to meet 
their individual needs*' to *^A range of community services should be so 
Complete that a person need not leave his home. " 

IMPLICATIONS OF AN ARRAY OF INTEGRATIVE 
SUPPORT SERVICES 

In analyzing this approach to service delivery and comparing it to the con- 
tinuum of residential environments, several implications emerge. 
O Full legal and human rights • Such a continuum will bring 
about the full implementation of the concept of least restrictive al- 
ternative. By focusing on and meeting the needs of the person, tiio 
family or the community in natural environments, the least re- 
strictive alternative, will have been attained. The concept of ''least 
restriction^' will cease to be relative; rather, it will presume the 
natural' setting to be the least restrictive. The removal of die per- 
son from the natural setting or the placement of an institutionalized 
person in an intermediate environment will be seen as an abridge- 
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ment of flie person^s rights and a major compromise on the part 
of the system. 



The full recognition of the disabled person as 
a developmental being. By both physically. and socially 
integrating the person into ;,atural residential environments, the 
disabled person, no matter what type or degree of handicap, \vill 
be looked upon as a developing person, capable of growth. Such 
developmental g^rowth will not be equated with a continuum of en- 
vironments. For example, it wiU not be presumed that a person's 
development is equated with movement through various environ- 
ments; -ather, developr: cental growtli \vill occur in integrated set- 
tiii:i"S. 

The 'evolution of the principle" of normalization. 
The principle of normalization will be recognized as both a process 
and an outcome. Over the last decade noirmalization has helped us 
focus on establishing, maintaining or supporting culturally norma- 
tive behaviors. But uave we used means that are as culturally 
normative as possible? We Will recognize that the person does 
not have to earn the right to be integrated into the community. It 
WiU be assumed that the person has the riglit to live in a normal 
• environment and that the community will have to mobilize the nec- 
essary resources to accomplish this. 

Supporting, not supplanting the natural home. 
The residential assumption, referred to earlier, will be critically 
qucstioneu. The first response to serving a disabled person will 
not be to assume "You. need a group liome" but rather, "How can 
we help you remain in your natural environment?" We mil look 
upon supporting the person in his natural en.lronment. This means 
thrit a wide range of services, a creative array of service options, 
must be developed and individualized for each client. 

Integration is the responsibility of the service 
system not the client. If we are dedicated to the support 
of the person in his home and the development of the kinds of serv- 
ices to keep him there, then it will be necessary to understand that 
integration of the perscn depends more on the type and quality of 
- -the system (services) rather than on the person's needs. 

Society cannot afford both a continuum of envi- 
ronments and an array, of integrated services. 
States and communities will not be able to support a. full envivon- 
mental continuum (including state institutions, group homes, nurs- 
ing hom'es) and a full array of integrative services. 



It will necessary to reverse the current fimding patterns which 
provide onij' :i small per.eenta.i;e of available funds for the support 
of in-home supportive services. 



EARRJE RS 

There are a number of significant barriers to the effective mobili- 
:'.i?tion of resource?^: to meet the residential needs of disabled citizens in 
integrated setting's. All of these barriers tend to reinforce the existence 
of restriclivc environments and prohibit intei^ration. 

9 The Fodei^al Government, while providing* [)1 separate programs re 
lated to retarded' citizens (PCMR, M7(i), has failed to unify these 
programs into a force that results in quality'' service delivery. 
Often one "cderal thrust diminishes the impact of another. For 
example, Title XiX monies have been used to support institutions 
while at the same time Title XX monies are used to support th.e 
retarded citizens' return to comnuinits' life. 

0 Stiite and local elected officials arc often caught in the middle of 

conflicts bet\veen various self-interest groups. There arc power- 
ful gi'ou'ps which lobby for the interest of separate proL^rams, pro- 
grams which often have conflicts of interest. 

^ Veiy few ^liard*' facts are knowti about costs and cost Ixincfits. 

Cost figures arc generally so nebulous that they have little impact 
on decision maimers. 

p Quite often consumer advocacy gToup.-^ are divided in their efforts. 
For example, one state Association for Retarded Citizens is sup- 
porting a massive constmctiou plan for the state's institutional 
system \vhile the local associations are phuming to return all their 
institutionalized citizens to their home communities. 

0 There has been little systematization of the major factors which 
make up^a comprehensive integrative community service system. 
The typical community service program with itr ^ronp homes, 
sheltered workshops and developmental centers does not represent 
a comprehensive, continuous service delivery system. Service 
alternatives have emer^^ed in a. haphazard fashion, rather than a 
st^^p-by-steo, planned effort to develop integrative alternatives. 

0 F:vcn in those communities where services are teginning to focus 
on supporting the person in his natural environment little is laiowi 
about managing such a dispersed service system while maintaining 
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quality of services. For example, a community which plans to in- 
tegrate all disabled citizens is hard pressed to develop an effective 
management system to control such a dispersed service system. 
What population base is necessary to support such a system? Who 
monitors quality? How is it monitored? How can the myriad of 
federal, state and local funtling sources be combined to provide the 
solid, enduring funding base which has characterized our institu- 
tional system? 

As we stated before, the major barrier lies in our conceptual ap- 
proach to program development. It seems that some people liter- 
ally cannot conceive of severely, multihandicapped individuals liv- 
ing, working and going to school in normal settings. 

This type of conceptual barrier initially delayed the development of 
community programs. Some people could not accept the proposal 
that severely handicapped individuals could live in noninstitutional 
settings. We have largely overcome this attitude by proving that 
community alternatives can meet the needs of retarded citizens. 

Now we have a more difficult and, in a sense, more important 
challenge. We must convince parents, advocates and professionals 
that mentally retarded citizens have a basic rigjit to the opportunity 
for full involvement in their community. It is not a question of 
whether this approach will be successful. We must make it work; 
it must be successful. 



CONCLUSIONS 

Restrictive environments, whether the state institution or a large group 
home, have no role to play in the lives of disabled qila^ns. Residential 
alternatives that are ndw valued so highly in communitf^ across the 
restrictive United States will have to be radically altered to allow fo>..ftilUntegration 

envircnjients of disabled citizens. Group homes, for example, wiU not be,seeI^as per- 

manent residences but rathere as staging points for integration. 

f - \Ve realize that our service systems have not progressed to the point that 

there is no longer a need for a continuum of residential environments. 
We have not yet developed the supportive mechanisms and services nec- 
r,utu,':ai essary to support all disabled individuals in natural environments. How- 

envir .n-'fir.ts ^^^^^ j.^ develop' such supports and services we must begin 

row - CO plan; to develop funding sources; and educate the public. 

"Can we foresee a day when there will be no newd for 
our residential services? Hopefttlly, someday it will be 
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assumed that mental retardation is not the handicap that 
precipitates the need for residential services. It is much 
too often the end product of our failure to support the fam- 
ily or open the doors to existing resources. Ed Sl^amulis. 
Residential Services: Support, Not Supplant, the Natural 
Home, 1975. 
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Deinstitutionalization 



FRED J. KRAUSE 

Why is it so difficult for people to admit error in judgment? And we 
committed serious error in creating; large public institutions to house 
the mentally retarded as early as the 1850s. 

We are here today because we still haven't corrected what has become 
a major social problem: because of the age-old social practice of re- 
jecting the mentally retarded, not just by putting them out of the way 
in big buildings,- but for decades partitioning them off wherever they, 
are; by crossing them off because our society in general has been not 
willing to be involved with retarded persons. ' 

We in this room may think we are different or more creative. I have 
heard the expression that we must continue our persistence in seeking 
^'mainstream living quarters for them'' or our rejection of ^^traditional 
approaches," sets us apart from the superintendents who run the large 
medical institutions. But does it? Are we doing what we would like to 
thinlc we are doing? Wliose problems are we solving when we move re- 
tarded persons out of structures we abhor and into structures we prefer? 
Are we fair in our abhorrence? Are we rational in our prerecence? Do 
the. people we relocate share our feelings? 

During this conference we will examine the various models c f residences 
for retarded citizens. I propose that you must be very mindful of the 
critical issues and management problems in the endeavor you are espous- 
ing. Yeaf5i of study, lifetimes of professional effort have produced only 
partial' solutions to the problems surrounding institutionalization and al- 
ternatives to it. 
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A beginning would be in closing the separation between parents and pro- 
fessionals, in the development of poliey planning and operation of resi- 
dential programs. Our starting point must be the existing repositories 
of cxperionce and knowledge. 

In 1971 a national goal was announeed by the President's Committee on 
IVIcntal Retardation to reduee the institutional population by at least 
one-third by 1980. Now let's examine progress. In 1972 this population 
was 181,035; in 197G it is reported to be 153,584, a reduetion of 20,351, 
or IG' pereent (see Figure 1). Dr. Riehard Seheerenbcrger was eom- 
missioned by PCMR to survey the trends in publie residential facilities. 
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Figxii'c 1. Average Daily Population of 237 PRF's: 
FY 71-72 Through FY 75-76 
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The results of the study are shown in Figure 2 (page 30 ). Tlieve are 
237 operational facilities for the mentally retarded. Twenty-7one (8.9 
percent) opened between 1850 and 1899 and another 64 (27.0 percent) 
accepted their first resident between 1900 and 1949. Thus, the major- 
ity of public residential facilities have been established over the past 
26 years. Scheerenberger^s data indicate that while progress is evident 
in both deinstitutionalization and institutional reform, much remains to .. 
be accomplished. 

With regard to deinstitutionalization, the number of retarded persons indicators 
requiring residential services continues to decrease, but at a slower 
rate than in former years. Other positive indicators include a reduced 
admission and readmissicn rate plus Increased projected placement sta- 
tistics for the forthcoming year. 



population 
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WHiilc.the resident population continues a gradual trend toward becoming 
both older and more seriously affected, many less affected persons are 
still being served. Admission, readmission and waiting list data also 
include a relatively high percentage of moderately and mildly retarded 
persons of all ages. Too many indivldaaln returned to the community 
appear to be failing because of inadequate local services. Taken col- 
lectively , data clearly suggest that comprehensive community programs ^ 
still need to Ixj developed in many places throughout the country. 

Residential reform has been evident. This was reflected in the general ^^^^^^ 
reduction in rated bed capacity, better staff-resident ratios, increased 
enrollment of the severely and profoundly retarded in various programs, 
extended programming for adults, increased parental participation 
and individualized program plans. 

On the less positive side, and in spi!;e of increased staffing and program- 
ming, very few public residential facilities can satisfy either the 249.12 
or 249.13 regulations associated with Title XIX, and relatively few have deficits in 

been accredited by the JCAH Accreditation Council for Services for Men- prugraraming 
tally Retarded and Other Developmentally Disabled Persons. Continued 
deficits in resident programming, the apparent need for special services 
for emotionally disturbed individuals and the relatively high percentage 
of retarded persons maintained in locked wards during the day all indicate 
that substantial residential reform is still required. Also the relative- 
ly common practice of retaining retarded persons in public residential 
facilities after they are capable of leaving needs to be reexamined. 

As indicated previously, gradual gains are being made with respect to 
both deinstitutionalization and residential reform. Governments, both 
state and federal, have increased substantially their respective contribu- 
tions to meeting the needs of mentally retarded citizens. A continuation 
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Figure 2. Growth of Public Residential Facilities In the United States 
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of this concern and effort will be required before each reUirdecj person 
can live a self-fulfilling life in the least restrictive environment. 

The t»val of (ieinstitutionalization can be achieved through three inter- 
related processes: 

0 The development of a comprehensive array of 
residential and supportive services in the local 
^ community. Offering such alternative services will mal<:e it 
possible to reduce the number of admissions to institutions as well 
as support those retarded individuals who are returned from insti- 
tutions to community residences, ^ 

0 Acceleration In the transfer of retarded resi- 
dents 'from Institutions to the community. This 
would represent tlie major number of those persons whose com- 
munity care reduces the institutional populations. Acceleration of 
the deinstitutionalization process can be achipved through such 
activities as: 

A. Training of staff at public institutions to encourage residents 
to return to the community and to provide preparatoiy habili- 
tation sei'vices; ;.. 

B. Selection, of residents and their preparation through special 
training; programs for their jceleasc; 

C. Preparation of families for the return of their retarded mem- 
bers; 

I). Provision of responsible ngonts to negotiate the change of 
residence; and 

F, A follow-along program to give support to each retarded in- 
dividual during his transition to, and stabilization in, the 
community. 

ftp 

9 Development of a responsive community. Creating 
a, tolerant, accepting and supportive community environment will 
make it possible for the deinstitutionalized retanled person to sun^vo 
and progress in the community and will reduce the demand for re- 
admission to public institutions. 

CAN A COMMUNITY RESIDENCE BECOME AN INSTI- 
TUTION? 

David Sokoloff, an architect who has designed many facilities for retarded 
persons, says a community residential project often becomes an ego trip 
for the people involved. He points out that "creating a buflding is a very 
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intoxiontiii^' oxiMM-it>iu'o, tor tlic result is ;i tnn^ible ami lasting' oqn'cs- 
sion of orontivity. " Me also points out that builcliiif;s froqucMitly fail 
in tiicif iJUipose. In the words of Ann Shearer, another lon«-tinie oh- 
ser\er, "Anyone who has spent time in visitinf:^' new eonmuniity estab- 
lishments will have reeogni/ed, with something- lii^e a feelint;- of termr, 
that the ainises of the old system ean be reprodueed exactly ancl perhaps 
even more cruelly in the relative isolation of a community .scttiuf;. " 

Attention is wn)nu,ly focused on the size and location of buildinH;s in 
which jctarded i)ersons :ive. What matters more is the relationship 
between the provider and the client. 

When a community residence for rotordnd persons is cstulilishcd, it may 
l>e an institution in the process of being created. It may be called a home, 
and it may be regarded as such by the people v/ho live there. But it may 
Ik- managed as an institution. Group homes, supervised apartments and 
even foster homes employ labor, purchase goods and services, apply 
for and receive program funds and in growing nuiiibers of eases these 
smrdler facilities arc mismanaged and lack individualized program plans 
for tiieir residents. 

Like t.ealth care institutions, commmiity residences have staffing prob- 
lems. Low salaries, long hours and lack of privacy — especially for 
live-in personnel ~ are facts you cannot eradicate, though there are. 
ways of compensating for them. Personnel need emotional and educa- 
tional support, as well as outside assistance from volunteers and paid 
workers. 

ECONOMIC PllQBLEMS 

Self-sustaining solvency is more lii<ely to be a goal than a reality in a 
community residence for retixrded persons. If you plan to pay for all 
the necessary services, you probaljly are headed fc)r trouble. Jean 
Vanier, founder of L^\rche, states flatly, "Our houses can only live 
through gratuity. If tomorrow everybody went on standard rates for 
house and salaries, our houses would collapse." 

Kven under the best ()f;?freunistancos it is unlikely that severely retnrded 
l)ersons will be ab].6r^ contribute much to their own upkeep by working. 
It has been fi>mflthat in many communities jobs are hard to find or are 
not available. Many retarded persons now living in community facilities 
could work and want to work but cannot find emplovment. And whc^n fhev 
do find openings, the wages are low. 

(lovemn-ient support of retarded children and adults in CMUumunity resi- 
dential programs is presently too uncertain to he very helpful. Ineciuities 



ahsurditios abnuiid. A ivtanltMl jkm-som (Mititlod to sui)po!i i?i an iiisti- 
tuLioii may not Ik* (^iititliMl to tin? same support il' niovcul into the surround- 
iiiL; ('onunU!iit>', 

Those rrononiir tlisinrcMitivos iivv irrational and unintentional, but tlioy 
have not yet l)een eorreetetl. And we are on thin lee if we ar^uo that it is 
eheaper to keep rtUanled i^ersons in eoinrv.unity faeilities than in bi^v state 
institutions, hi the first place, sometimes it is not ehenper. Better ])er- 
haps, but not eheaper, dollar for dollar. In the second place, it is liard 
to tell exactly how much it costs to keep people in institutions. Federal 
ixayinents for institutionalization sometimes ^'o into a general fund at the 
state level and are spread around so tliat it is impossible to be sure money 
intended for rt?tarded persons actually is spent to support the so-eallcd 
beneficiaries, 

Kveiyone wouhl like to believe that com.munity i)Ui cement of retarded per- 
sons is a sound business proposition, that community residences can be 
self-supporting;, that t>:oods and services can be purchased without re- 
liance on cumbersome public fundini;* and meckllesome bureaucracies. 
This is not currently a reality. 

Once a retarded person is ^^released*' from a public institution and placed 
in a ie;:'S structured settint; lines of responsibility blur. Who ultimately 
is responsible for providini;* needed services? The institution? The com- 
munity? The retarded person^s family? Wlien the crunch comes, who 
decides whether or not community placement is feasible, whether or not 
a specific ii^hvichial should be sent back to an institution? 

COMMUNITY RESISTANCE 

Receptive communities are hard to find. Group residences for retarded 
indivichials usually are tax-exempt, and neighbors may fear that erosion 
of the* community, tax base will result in higher tj;^xes and fewer services, 
rnfortunately, areas that mal^c it easy to establish residences for disabled 
"persons may exixa^ience an unsettling* influx of faeilities. For example, 
in AI()nt:j.omeiT County, Mar3dand, where I live, a liberal policy on cstab- 
lishnicnt of L;roup homes for retarded people is in danger because nei^l^- 
borini;* counties and cities have taken advantage of the lack of necessity for 
iconint;' exceptions. Group homes for various social problems are spring- 
ing;- up all over, and the citizens are beginning to wori*y. The County 
Council is now considering legislation to make group homes get zoning 
exceptions before o])ening in residential a.rcfis. 

Aside fron\ economic considerations, it cannot be.denied, and must not 
be fon;'(Uten, that many pe(^plc are subliiVilaally afraid of the hand.:eappcd. 
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W iu-n Uu-so ]H-oy,\c say I1h>\ a iv v/orriml al.oul prnport v valuLis in (lu< 
n,M-iilH>rlic.o,l ,.r ll.o tax l.as(< in liic <'()inHiunitv, wiiat t.iu<v mnan is tiiey 

HMMitai il.-lKMon.-v, ll.«v aro .v|'nls(Hi !>>• <ii.sal)llily, they tool (ilroat- 
,.^,•>1 In (lie proMnutv .>.' n-lanicMi pnrsons. All of us nuust ivwrt on n-jelvc-s 
I,' ciumtiM-act (iii.-i snrt of priMUiiici". 

\v iidS 1.: IK) M K IS rr to vs k v 

\ lot Ikhmi wriUiM! an.l saiil aln-ul adniisnionti stamianis for uonmuni-- 
ji> iv:;i>i.'nc(-s, lull Hum- aiv few usaliii^ criteria. must dovolop 
,.,riital ami piiysifal function sraic s (hat are n-asonai)ly accurate in iore- 
; astiii- vase "V .liffiouUv of adjuslnuMit to community livini;-. Thcso pre-- 
,iii ;,ve'l.v:,!s an- nocN-isary lo phm sui)portivo services. Tiiey ni-eil not 
|„-. . .:.u- I. ver;: for c\t:lusion r,f (.'erlain retanlud peoi)le. 

!■ „, oil, -a .■omaumilv resi-lence i.>l;inn(<rs -'loss over tiic need to decide 
;:.,.rifiV:i!lv aii-i -arefnlly uiial t vi)e of person v/ill i)e living- in the fricil- 

..vrrvoiir is dreamini'; about. In committee nieetint^s people tend to 
Lsumo Uiat the residence tiiev are diseussin-;' will he inhabited by piM-- 
uas wlio aro fairlv nuldly disai)led, ca))able at least in some wrvvs. ■ 
i- orvoiie laiows S'.mc retarded i)eople are much more hamlieapped than 
,'/i„..-s. Hul nn r,n.- wants to tell Mr. and Mrs. Smith, both of whom have 
ix active on tiic committee, Hiat possibly Uieir child is too youni;- or 
, .lis ii>lcd lo, a( tliis time, !)c i)lacod in tiie residence thcv opened. 

W hen tiic. i(>aUv Lou-h i,rol)lems arc mentioned — for example, physieid 
•■.■ipairm -nt and severe i)cliavioral prol)lems such as hcad-banguiK, 
vioier.t emoti-mal outinirsts, biting- and sexual acting; out — the planners 
:.:iv . . . "Well, tiiis liome will not i^e able to manaj^e tliat child. " Often 

')iie is to.' clear on exactly wlio will live tlicre, so tlie unspoken ug- 
^umption r.revails. I'he facility is built for "medium" cases, ami when 
liie aie.bulatorv handica])|.ed ip.dvidual iuis come and ,ij;one, nothinc? _ 
r:in !h' done to accommodat.! n>ore severelv retarded, non -ambulatory 
luMVian beinLis. 

'tHI'I MANM' ilOOl) THINGS ABOtiT COMMUNITY 
PI.ACI^MKNT 

:i '.. IS iu'cp shown fiiat comnumitv placement does accomplish many of 
of t!,e Lhin-s its supporters sav i* will. A.receiil sludy by Kicliard, Schecr- 
..ii'ier-er of fostc-r homes, -roup homes and other community faetli- 
ii,.s for the roUirded sliowcd the people living in them did indeed pretcr 
the commuuitv to the Ki^titutioas they had left behind. Kven the more 
-;,-.er..dv retarded and multiplV liandicapped individuals were adjustini;- 
^vell. !-:ven the older .idults wc r<.^ slimvin-^- measurable i)ro.i2;ress toward 
independence. 
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But some problems were obvious. For example, work opportunities were 
few and at a low level. Day programming was sometimes inadequate. Ac- 
cess to public transporta,tion was sometimes nonexistent. And — home- 
like atmosphere or not— conformity was required in that residents par- 
tiQipated in activities collectively, went to bed and ate at fixed hours and 
were forced to ^'fit'* in a variety of other ways as well. 

Gail O'Connor^s nationwide study of homes for developmentally disabled' 
persons, including the retarded, showed that community facilities were 
better than many liad feared to find if they looked. But the researchers 
emphasized the need for meticulous planning, careful program imple- 
mentation and ongoing monitoring. They pointed out that the success of 
community placement ^creating potentially dangerous pressure in favor 
of deinstitutionalization. ,Caution must not be throwTi to the winds, for re- 
tarded clients are the ones who will suffer. 

THCY CALL IT NORMALIZATION 

In the words o[ N, E, BanJv-Mildcelsen.. a famous Scandinavian proponent, 
normalization ha^ become a new ^Msm*^* Without understanding the in- 
tentions and impli/tations of the original concept, civic leaders of all 
sorts, parents of retarded persons, politicians and even specialists in 
niental retardation jump up willy-nilly and go out to do good in the name 
of "normalization. The word is in vogue. The idea is dognia. To ques-^ 
tion normalization is to provoke accusations o/ heresy. 

Yet noTOialization is mistalcen for normality. This is no excuse for the 
knee-jerk reaction against examining old habits and cherished beliefs in 
terms of the goal of normalization. But please — consider the original 
concept. Consider existing misconceptions. . . 

COMMENTS ON DATA AND TRENDS 

In Dr. Richard Scheerenberger^s rexient trends study done for PCMR, he ^ 
comments that the data indicate that w^hile progress is evident in both 
areas of deinstitutionalization and institutional reform, much remains 
to be accomplished. 

With regard to institutionalization, the number of retarded persons re- 
quiring residential services continues to decrease, but at a slower rate 
than in former years. Other positive indicators include a reduced ad- 
mission and readmission rate plus increased projected placement sta- 
tistics for the coming year. . 

While .institutional populations continue a gradual trcml toward becoming 
both older and more seriously affected, many less affected persons 
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(moderately rptarded to nomal) arc still being- served. Admission, re- 
admission and waiting list data also include a relatively high pereentage 
of moderately and uiildly retarded persons of all ages. Too many in- 
dividuals who Kavo been returned to the eommunity appear to be failing 
because of inadequate' loeal serviees. Tal^en collectively, these data 
clearly siiogest that comprehensive eommunity programs still need to 
!x; tlevotopod in many places tliroughout tlic country. 

Residential reform was evident. This was "rctlected in the general re- 
duction in rated bed capacity, better staff-resident ratios, increased 
enrollment of severely and profoundly retard(^d persons in various pro- 
grams, cxtcndeci programniing for adults, increased parental participa- 
tion and individualized program plans. 

CONCLUSION • 

While I may have certain concems about the progress of group living 
in the community, I believe that evoiy i ;torded chilcl and adult who 
.^•ini should live in an ordinary residence in an ordinary community, with 
necessarv help but without unnecessary restrictions. 

In fact, the proper-function of a residential facility — whatever its size, 
whether it is a community facility or not — is- to provide a setting in 
vvhich the resident can find his or her own way of relating to the external 
world and to himself or licrself. The Uisk before us .is no more and no 
less than this. 

Wc.'arc proceeding. You are proceeding. MUler and Gwynne have noted 
that as enthusiasm builds, the great.danger is that we will impose our 
preferences on persons who do not sluare them, on persons with whom 
wc do not fully empiitliize, tliougli we may love them dearly. 

W e must watch ourselves closely and ask ourselves questions. Wlicn we 
create community residenees and put retarded people in them, do we 
se'-vc the mentally retarded or do vvc'really serve ourselves? Wiy do 
" we frovm so omnisciently on life apart from the so-called mainstream? 
According to what standards do '.ve downgrade human existence -in limited 
circumstances ? 
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Wc must confront our ambivalences, examine discrepancies between 
professed attitudes and behavior and tiy to distinginsh reason from 
rationalization. Tliis is difficult, Ixit those of us who have responsibil- 
it\- for the lives of otliers must trv. 



let's not cxi^ect a pardon from our responsibility. 

12 
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Fundins Resources 



SUSAN WEISS manes' 

Significant resources exist at the federal level to support the orgomg 
operation - and to a lesser extent, consiruction and start-up costs - 
of group homes and other communitj^ residences. Nevertheless, there 
is 'i ^\ddospread conviction that these resources - alone or in ccJfhbina- 
tion with state and local funds - are inadequate. 

■ Tl'to barriers to effective use of these federal funds are diverse. 
^ Some programs are under-funded. 

% Other? do not have a long-standing commitment to mental 

retardation an-.l are reluctant to become involved in something 
they understand poorly, if at all. 

% There are gaps in coverage - construction funds and start-up 
support are much harder to come by than operational funds, 
for example. 

% Finally, and most significantly, the various feaeral programs 
must be pieced together into a cohesive funding pacl^age - a 
formidable undertaking, given differing program managers, 
operating procedures and eligibility standards. 

T jjoing to outline the major federal programs which fund either start- 
up or operational costs in com/munity residences and at the Same time iden- 
tify any barriers which exist to effective utilization of these programs - 
not to discourage you, but to help you understand more fully how these- 
programs work^ 
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Let mc note at the outset tliat I have been asked to limit myself to review- 
ini;* those, federal proi;Tams winch can be used to support start-up and 
operational costs in ccmnninitj' residences. This discussion does not, 
therefore, include an analysis of federal progrt:ms available to fund the 
non-facility-based aspects of a community-based service system - such 
as transportation, vocational services, education, advocacy and so on. 
Obviously, these s.ei^^ices - coordinated; part of an organized system, 
with a clear focal point of responsilnlity - are every bit as vital as the 
residential aspects of developing community-based services. 

With thc\l introduction, let^s begin with the federal cash assistance pro- 
grams, which caa often form 'the cornerstone of financing room and board 
costs in a community residence, since the individual resident can use his 
or her ni(^nthly clieck to pay a pro rata share of these operational costs. 

There are two major federal income maintenance programs - Supple- 
mental Security Income and Disability Insurance. 

SUPrLEMKNTAL SECURITY INCOME ^ 

1. Program Description: 

As I think most of you know, the Supplemental Security Income pro- 
gram is a iederal cash assistance program which provides monthly cash 
benefits of up to S1G7 to low-income aged, blind and disabled persons. 
To be eligible a person must have limited assets and little or no e'^med 
or unoanied income (certain assets and income are disregarded, however). 
To qualify as disabled, a mentally retarded person must be unable to en- % 
gage in "substantial gainful employment" as a result of a medically de- 
terminable condition. 

Persons eligible for SSI may use their monthly checks to support them- 
selves in community residerces. A number of states supplement the 
federal payment, and this supplement mp.y also be used by a recipient to 
pay liis room, board, personal and other expenses. 

2. Issues and Problems: 

A. There have been a number of statutory provisions which limited 
the eligibility of persons in certain community residences. Until very 
recently people living in publicly operated institutions were ineligible for 
SSI and the term "institution" is defined so broadly that it includes group 
homes. Second, governmental subsidies to persons in private group 
residences were considered income to the resident, if used to pay for 
room and board, and acted to reduce the SSI payment by up to one-third. 



J • 



Recently enacted lei^islation, however, has eliminated these problems 
(P.L. 94'-5G(j), This lei^islation, knowii as the Keys Group Home Amend- 
ment, was signed into lav/ on October 20 of tins year — and because of 
the recentness of enactment no implementing regulations vill be published 
for some tim.e. 

The statutory- language, however, maJ^es persons Jiving in publicly-operated 
or sponsored community'' residences for IG or fewer persons eligible for 
SSI benefits on the same basis as persons living in private facilities and 
provides that cash or in-kind benefits provided to or on beholf of SSI re- 
cipients by state or local governments, if based on need, Avill not be 
counted as income. 
* 

In addition, the Keys Amendment repeals^ection IGlG(e) of L^e Social 
Securirv^ Act, an e.Ktremely complex provision which was designed to dis- 
courage states from financing substandard, nursing home care through 
residents' SSI payments, thus evading Medicaid standards. It did this 
by requiring a dollar-for-dollar reduction in the federal SSI pa3mient 
b}' the amount of any state supplement;i). payinent used to purchase medi- 
cal or remedial care of a nature which could be financed througli the 
?vrodicaid program. Section IGlG(e) was never implemented, however, 
because of the complexity of its statutory language ajid the Social Secur- 
ity Administration's inabilit}'' to define the difference between a sub- 
standard Medicaid facilitv^ and a legitimate social care institution. Many 
persons both inside and outside HEW felt tliat the statutory language of 
Section IGlG(e) vVould have required all community residences providing 
more than room, board and laundry to meet the Medicaid intermediate 
care faCiMt>'^ standards. 

The Keys A.mendmeni: provides an alterji^tive approacli to the issue of 
i^ubstandanl facilities .by requiring states (effective October 1, 1977) to 
^'establish, m.aintain and insure tlie enforcement of standards** for the 
v/hole spectrum of non-medical residmitiai settings in, which SSI recipi- 
ents live or are ^likely'* to live. The standards must be appropriate to 
the neeJs of the residents and the character ol the facility involved and 
miust cover at least admissi policies, saiety, sanitation and the pro- 
tection of civil rights. The stale must designate one or more state or 
local authorities to be responsible for die development and enfcrcement 
of these standards. 

States must annually make available" for public review, as part of the 
Title XX annual seivices plan,, a summary of the standards. In addition, 
the state must provide to any interested individual, .on request, the 
following: 



• A copy of the acfaal standards; ^ 

• A description of the system for. their enforcement; - • 

• A list of any waivers of the standards; and 

• A list of any violations of the standards. 

SSI recipients living.in faciljties whidh are not approved as meeting the 
standards will be subject to a dollar-for-dollar reduction m their ^deral 
SSI pa^onent by the amount of any state supplementary payment which is 
used to pay for medical or remedial care provided by subsf^dard facili- 
ties. 

B A significant problem with using SSI payments to meet room 
and bo'ard costs is that the basic federal payment - $167 a month - is 
often inadequate to meet actual costs and must be ^-^^'^^^^XXZ^l 
state or some other source. A number of states supplement the federal 
payment only marginally, however, and some not at all. 

This picture has been improved to some extent by' recently enacted legis- 
lation (P. L. 94-585) which requires states already supplementmg the 
federal payment U> continue that supplementation on a permanent basis. 
ThTs Will prevent states from reducing their own supplementation levels 
every time that the federal payment is increased through the automatic 
cost of living escalator. 

' c Another difficulty in using the SSI program Is that eligibility 
is lin.ited to those persons whose mental retardation disables them to the 
pomt that they are unable to earn substantial wages or engage in sub- 
stantial gainful activity" - a term which M e Social Security Admlnlstra- 
ion continues to interpret and re-interpret, but which remains a matter 
of contention. The Social Security Administratio n has recen ly announced 
that it intends a major revision of its definition of ^^^^^^^^^^ .gainful 
activity. I invite all of you who may have experienced difficulty with he 
ex* sting, definition to share your comments witl. the Social Security Ad- 
ministration or Qur office. 

■ DISABILITY INSURANCE: TITLE H OF THE SOCIAL SECURITY ACT 
Program Description: 

The second major federal income maintenance progran. is disability in - 
surancrDirability insurance payments, like SSI. can provide benefici- 
arieT with a source of income to support themselves ih . eommum y 
residence. Mentally retarded adults are eligible to receive monthly dis- 
ability insurance payments through the Social Security system if: 

Ml 



• They are over age 18; and 

• They have a disability which originated in childhood; and 

• The disability results in an inability to perform substantial 
gainful employment; and 

• They are covered forSociai Security payments on the r3|g.ord 
of a retired, deceased or disabled parent; or 

• They are c-overed'for Social Security payments on the basis of 
their own employment history. 

The most serious problem with disability Insurance is that coverage is 
limited to persons whose parents are themselves retired, deceased or 
. disabled and covered under the Social Security system. 

THE HOUSING AND COMMUNITY DEVELOPMENT ACT (P.L. 93-383) 
SECTION 8 HOUSING ASSISTANCE PAYMENTS 

1. Program Description: 

Another federal program which can be used to partially meet oper- 
ating.Qosts is the Section 8 Housing Assistance Payments program author- 
ized under the Housing and Community Development Act and administered 
by HUD. 

The Section s program authorizes HUD to provide rent subsidies on behalf 
of eligible low^income persons oecupying new, substrntially rehabilitated 
or existing rental housing. Subsidies are paid through assistance payments 
contracts with owners (who may be private owners, cooperatives or public 
housing agencies). Eligible persons are those who, at the time of initial 
renting of units, have total annual family incomes not in excess of 80% of 
area median income; but the Secretary of HUD may establish higher or 
lower income ceilings if she finds such variations necessary because of 
prevailing levels of coustructioa costs, unusually high or low family income 
or otiier factors. 

The amount of assistance provided with respect to a unit will be an amount 
equal to the difference between the established maximijm rent for the unit 
and the occupant* s required contribution to rent. Aided persons will be 
required to contribute not less than 15 or more than 25 percent of their 
total income to rent, with the Secretary of HUD authorized ta establish 
required contribution levels (taking into consideration the extent of medi- 
cal or other unusual expenses incurred by'the persons). For persons 
with exceptional medical or other exjjenses, the required contribution level 
is statutorily fixed at 15^> of total income. Assistance is specifically made 
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available for congrej^nle living arrangements, such as group homes, co- 
operatives, and in Section 202 projects for elderly and handicapped per- 
sons,. 

Tp be ipp roved for participation in the program, housing must meet 
certain requirements. These mcfude eomplianee with HUD's minimum 
property standards for congregate housing where appropriate; access- 
ibility to social, recreational, educational, commercial and health 
facilities; and compliance with the local housing assistance plan re- 
quired under the community development program authorized by Title I 
of the Housing and Community Development Act of 1971. 

This latter requirement is a very iniportitnt one to understand. The 
Community Development Block Grant program, authorized under Title I 
of the Ilousing and Community Development Act, provides funds to states 
and units of general local government for a variety of community devel- 
opment activities. Consistent with the blocl^'grant approach, recipient 
governments are given very broad flexibility in deciding how to use tliese 
funds for the diverse number of activities which are eligible for funding 
under the statute. 

The Community Development Block Grant is not a housing program and 
carinof generally be used to pay for housing. Despite thiy, the Block 
Gran, cannot be left out of any discussions of housing for mentally re- 
tarded persons. This is because local communities, in order to receive 
Community Development funds, are required to submit a ^^housing as- 
sistance plan, which surveys the Ijousing needs of the eommuni^ and 
specifies annual goals for meeting these needs. By law, the plan must 
specifically address itself to the housing needs of handicapped persons. 

The purpose of requiring the housing assistance plan as part of the Com- 
munit>' Development application is to foster "the understanding of hou.^ing 
ard community development activities in a coordinated and mutually sup- 
portive manner. " 

In considering applications for Section 8 and Section 202 funds, HUD is 
generally bound by the Housing Assistance Plan (HAP) and the degree to 
which Section 8 or 20*^. applications are consistent with the HAP. 

Let me return to the vSection 3 rent subsidy. 

In the case of newly constructed or rehabilitated housing, application for 
Section 8 payments is made by owners, who must submit development 
proposals in response to a published invitation for proposals by the HUD 
area office. If both the preliminary and final proposals are acceptable 
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to HUD, Hl^D will enter' into an agreement that upon completion of the 
project it will enter into a Housing Assistance Payments Contract with 
the owTier for a specified term. Under this contract, HUD will make 
housing assistance payments with respect to units occupied by eligible 
families. 

The^prccess of applying for Section' 8 assistance in existing housing is dif- 
ferent. Under this program a;^ individual who is determined eligible by 
the Public Housing Agency (PHA) will be given a Certificate of Family 
Participation. T^e^dividual may then seek a suitable unit anywhere 
within the operati\^^j>risdiction of tlie PHA. If the owner is willing to 
lease a unit, and the unit is determined to be in decent, safe and sanitary 
condition, and if the gross rent is within the HUD established fair market 
rent for existing housing, a lease may be executed between the owner and 
the individual and a Housing Assistance Pajnnents Contract will be executed 
between the PHA and the owner. This contract will assure a monthly pay- 
ment to the owner in an amount sufficient to make up the difference between 
the rent payable by the individual and the contract rent to the owner. 

Section 8 payments can also be used by state Housing Finance and De- 
velopment Agencies (HFAs), now present in 32 states. Most HFAs provide 
below-market rate financing to private developers of low- and moderate- 
income housing. The regulations permit qualified agencies to receive 
^'set-asides'' - earmarkings of Section 8 funds which the HFA can allocate 
generally according to its own housing program. The Section 8 subsidy 
payments with respect to an HFA financed project are computed and dis- 
bursed in the same manner as. for the basic program. 

2. Issues and Problems: 

A. Using Section 8 subsidies is difficult but not impossible. IIow- 
•ever, the problems with Section 8 are legion. HUD^s' lack of familiar- 
ity with, or commitment to, small group housing for mentally retarded 
persons has created serious attltudinal barriers to using Section 8 funds. 
These attitudes, while changing for the better, have responded only 
slowly to educational efforts on the part of outside groups. 

B. The administrative complexities of the program constitute for- 
midable barriers to the most sophisticated potential sponsors and actively 
discourage less experienced groups from seeking Section 8 funding. This 
is particularly true with the Seotion 8 program as it operates in newly 
constructed housing,. This being the case, you would be well advised 

to approach your state Housing and Finance Agency to serve as a broker 
between you and HUD and perhaps to provide a seed grant or low-interest 
mortgage, if you are interested in construction. HFAs have a history. 
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of being more interested in **special housing^* than local housing 
authorities. 

C. The minimum property standards applied to Section 8 housing 
arc not appropriate to normalized living. HUD has committed itself to 
rewTi-iting these standards as they apply to group homes but has not done 
so to date. Draft proposed rule-making is now undergoing final clear- 
ance within HUD. 

D. ' The Section 8 program, by itself, cannot support the cost of con- 
struction. Even where some other financing vehicle is obtained to support 
construction costs (from a state UFA, for example). Section 8 Fair 
Market Rents usually force a sponsor to build housing with a minimum 

of 12 residents. 

E. The requirement that Section 8 housing be consistent with the 
local community's Housing Assistance Plan (which must be submitted as 
part of the^Community Development application) means that sponsors 
must convince their communities to include small group housing? for men- 
tally retarded persons in their plan. ^Although communities are required 
by law to publicize their plan and solicit citizen comments, many ARCs 
and other advocates have not involved themselves in the development of 
the plan or have participated only in the^ost limited way. In still other 
cases, concerted efforts have been made to influence the Housing As- 
sistance Plan but have been rebuffed or ignored by the responsible local 
officials. The end result in both cases has been that most Housing As- 
sistance Plans give short shrift to the housing needs of mentally retarded 
persons. 

SECTION 202 LOAN PROJECTS FOR THE ELDERLY AND HANDICAPPED 
1. Program Description: 

Another HUD program is the Section 202 Loan Prograiri for the Elder- 
ly and Handicapped. Under the Section 202 program, HUD is authorized 
to make direct construction loans to non-profit sponsors of [housing for 
elderly and handicapped persons. The definition of ^Tiandicapped^^ spe- 
cifically includes developmentally disabled persons. 

Loans are made at the Treasury borrowing rate, plus an allowance for 
administrative costs. A total of $3. 2 billion is authorized under the pro- 
gram. Appropriations for FY 1976 were $750 million and are expected 
to exceed that amount in FY 1977. 
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Applications for Section 202 support are made in response to a IIUD- 
initiated Request for Reservations of Loan Funds. Rating criteria de- 
veloped by HUD stress experience in the construction and management 
of housing and the long-term financial situation of the applicant agency. 
By regulation HUD has required Section 202 sponsors to participate in the 
Section 8 program, thus imposing tenant income eligibility standards of 
the Section 8 program onto the Section 202 program. 

2. Issues and Problems: 

A. HUD^s requirement that Section '202 sponsors also obtain Section 
8 operating subsidies has burdened the Section 202 program with all of 
the problems the Section 8 program airrently labors under. 

B. HUD^s criteria for evaluating 202 applications stress past exper- 
iences in operating housing programs and long-term financial stability - 
factors which operate to eliminate many applications fop: small group 
housing for mentally retarded persons. 

C. HUD is reluctant to fund small-scale applications, with the result 
that those few projects funded for mentally retarded persons to date have 
tended to be clusters of community residences on one ^'campus** or large 
facilities in the Community which differ significantly in size and physical 
appearance from the typical familj^ home. 

D. The competition for Section 202 funds is very intense. This 
problem will be somewhat ameliorated with the expected increase in ap- 
propriation levels, but will nevertheless continue to limit the use of 
Section 202. 

SOCIAL SERVICES: TITLE XX OF THE SOCIAL SECURITY ACT 

1. Program Description: 

The Title XX program is an excellent vehicle for supporting the 
service aspects of running a group home: program planning, staff sup- 
port and so forth. In addition, it can pay room and board costs up to six 
months, under certain conditions. 

The Title XX program authorizes the Federal Government to share in 
the costs of providing social services to eligible low-income persons. 
Under Title XX there are five fundamental goals towards which services 
must be aimed, including ^^preventing or reducing the more intensive 
forms of institutionalization by providing for community-based care, 
home-based care, or other forms of less intensive care. .. 



Stnt<»s li.'U'r* V(M'v i;Tii:it discrotion in dioosinu," whic^h services U) fund under 
their Title XX iiUotmont, providin- tl^it the soi^iee in question falls under 
one of the fi\'e i-odls established by the lei^ishition. 

The Federal (;<-)veninient will pay 75^' of the costs of services (Uj) to the 
state's allocation under the .S2. 5 billion ceilinjj?), exce])t in the ease of 
Tanillv piannin-- services, for which he federal share is set at HO', . 

Services niav be pro\'ided free of cost to anyone whose i^ross income, ad~ 
iusted f<^r family size, falls telow SO',' of the sUiteVs mcchan income level 
;it the state's o])tion. A slidinii," payment scale is established for persons 
with LA'ross adjusted income between the SO;: median level and IIH"; of the 
median. 

Some services are excluded from payment unchu; Title XX, incki(hm;': 

• More than six consecutive months of room and l)oar(l; 

• Medical or reme(hal care, other than family jdannin-- servvM\s, 
which can l)e ])aid for under MecHcaid or Medicare; ^ 

• Sei^dces provided directly by "medical institutions" (hospitals, 
skilled nursiniA" or intcn^iediate care facilities) or bv ])risons or 
foster homes to their inmates or to their residents (in-reaeh 
services to methlcal institutions are n^o^ excluded. Also, se/v- 
iecs provided by i^roup homes whicli are not "me(Ucar' - 
intermediate or skilled nursini;- facilities - would Ix^ eli-ible 
for support); and 

• Capital expenthtures. 

Sta^-s are required to make public tlieir ])lans for usin-' their social 
serv-uvs monies. Since skites are ,i.nven -real freedom in usini;- Uiese 
funds, effective ach^ocacy at the stxitti level is required to assure^ that 
mentallv retartk^d persons are adequately served. 

If the state social S(M^vices proi;'ram incUuk'S services to persons in ii^- 
stitutions, the state is reriuired to ck^sit^niate or est:il)lish a state a-'ency 
for devolopin- and maintaining' stimdards. The stanckircks must eov(^r at 
least: athiiission policies, safety, sanitation and protc^etion of civil ri|;1its. 

2. Issues and Problems: 

A. The S2.rj billion eeUin^" on federal social services exi)en(hTu res 
has created a very intense competition for Title XX funds. Most states 
have either reached .their eeilini>' or are very elose to doint;- so. As a 
result, funds fm^ new prot^rams can come onlv if old prou:rams are cut 
back or eliminated. Some states are .oxTorieneinc;' reductions in proi^rnms 
for retarrled persons. 
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\). • Decisions on what activities to fund with its Title XX allotment 
rest with the state. 1*licse decisions are reflected in annual Title XX 
state plans, \\im:h must be available for pul)lic review and comment before 
hcuvy finalized. liffective use of Title XX thus requires effective advocacy 
at the state lewl 1)V interested consUTlier <;Toups. 

MKDICAID: TITLE XIX OF THE SOCLVL .SECURITY ACT ^ . 

1. Pr(>L;'ram Description: ^ , > 

I'nder the ^Medicaid pro.L^Tani the Federal GoveiTiment will share witli ^ 
states in tlie cost f)f providin.i;* medical and other health^rehited 'seiviees 
to eliL;il)le low-income persons wlio nicjct certain cate.u,-oricar requirements 
{membership in a one-parent family, SSI eli.s;ibility, etc.). IMatchin.Li; rates 
under the Medicaid |n*oi;'ram var\' from state ta st^ite, but tho federal share 
is never less than 30': and, in some state's., is aS^hi.^'h as S3'; . Federal 
funtis under Mechcaid are not subject to a]:)prbpriations - tliey are open- 
ended. - . 

Some :]S states cover inttjrmecliate cai'c facility services, ior mentally re- 
tarrled persons in their state Medicaid plan. This nieans'that the st;ites_ 
make vendor pnvinents to jniblic and private facilities t-o reimburse- them' . 
for tho cost of residential services to eligible ntentally. retailed residents.' 

I'he statutory definition of an ICl' - as well as HEW's early administration 
of the pro<;'ram - clearly focuses on larL;er institutions. Nevertheless, a ^ un 

h:uKlful of states have used the ICF proii;ram to suppo-rt oroup liomes for , - ' 

persons who require cr)nsi(lerable liabilitation and, in some cases, for 
persons who liave relatively' hii;*hly developed skills. - 

2, Lssues and Prof:>hMns: ^ 

IlE\\'^s ICF./MK reuiilations, wldle they ])ennit some differences in' 
application for facilities with 1:") or fewer residents, are not .u;enerallv 
appropriate to the service dcliverx- st>-le of the t\nDical <;*roupdiome. liE\y :. .r.vic.. 

is currently participating' in a one-year e\i:)eriment in Minnesota usini;' ' - 'y^'- 

modified ICF/MR rcL^ulations in L^'roup liomes and has e\i:)ressc(l an inter- 
est in modifyinj^- tlie cxistim;' rei^idations on a nationiil basis for at least 
some tvi:)cs of j^roup homes. However, the ciuestion of wlien a ^roup iVome 
should be an ICF and when it sliould be fin-nccd thrf)ULi:li some other sys- 
tem remains tlie sul)iect of vit;'or(His delxite inside ami outside the t;nvcM*n- , - 
ment. , * • 
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DEVELOPMENTAL DISABILITIES SERVfCES AND FACILITIES 
CONSTRUCTION ACT (P. L. 91-517 as amended by P. L. 94-103) 

1. Program Description: 

Under the Developmental Disabilitie^jil2£a:am, formula grants to 
the states may be used for planning, administration, services and" con- 
struction of facilities for deyelopmentally disabled persons. 

In many states Developmental Disabilities funds have been used as seed 
money i^rants to individual group homes and other community residences. 

2. Issues and Problems: 

The very limited funding level of the Developmental Disabilities pro- 
o-ram, coupled with intense competition for DD support, creates obvious 
fimitations on the role of the DD program in supporting group homes. 
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Fundins Stratesies 



RITA CHARRON ^ 

We must continuously strive to develop now funding resources and, at the 
same time, make full use of those resources we already have. Existing 
resources require considerable maneuvering and management if they are 
to be applicable in supporting a continuum of residential services. 

Knowledge of federal and state funding systems, the 
^^r^gulations for their use and necessary interfacing with other programs 
' is absolutely essential if we are to design the best possible community 

living opportunities for retarded people. There is no substitute for a 

thorough understanding of federal, state and local funding procedures for 

service delivery systems. ^ . 

Often a state will discover one convenient method for funding a particular single 
type of residential care. Then, all efforts are expended\to make. that one approach 
funding process support the total service needs. As a consequence, all 
clients are fo*.ced to fit the regulations ot this one type of program regaixl- 
less pf individual needs. This becomes another form of institutionalization. * 

To^be.gin our discussion of funding strategies let us look at a sample 
continuum ^f residential environments^ These examples are not intendec^ 
to be all inclusive, but they will give us a workable community residen- 
tial pl^in to start witlu ^ - 

TriC t^TDes of community housing, methods of funding start-up of the hous- 
ing, methods of financing building or renovating and procedures for oper- ^ 
toting are shown in Figure 1 .on page 

55 ^ 
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Ro.sourc^es which :ire available nKiy not always he'casilv act^essible. 
i:ioxi[)ility in iho W'av accoinital)ility is ostablislicd for coranmnUy service 
svslenis will coiilinuo to ho necessary. A recent .^:iirve\' oT our states, ^.^.os 
|)reparcd the National Association tor Retarded Citizens* Task Force 
on Fundinu*, identified the \'arioiis funds which states and communities arc 
runvntlv usinu" supj.^oil and operate comniunitv residential systenis. 
Froin these states \\\: <-An learn strat(;L;'ic)S for usin-' the availal^le housini;* 
su]-)port proi;*rams. 

In .-^pite of the Inch of clear and v/eli definec' pvoi-edun/s for funcHn-' com- 
inunitv facilities, states have independently developed a variety of effect- 
ive svstems. Much can be lean^cd from reviewini;- the stratei;icvs used 
i>v other states. 1 have selected four states as examines; these are not 
nvxlels. Thev d.emonstrate procedures for combining federal state and 
l')c:d ri\sniij*c(»s into a su])j)on svstem frjr conununitv resitieiiiial environ- 
ments. 

Pmiisvlvania off(/rs a ratlicr complete continuum residential servic(is. 

Fis;\ire 2, (paut* ) shows a wide use of (Ufferent funding mechanisms. ^ ' nr, 

Most t>-pes of residential environments are developed bv both private 

non-profit and profit making groups. 

hi Figure :> fpa<j:e .".'-^ \ th.e suppo'rt system shows dnx^ct simple lines of 
.'i'.iliiorit V with ;) ueil (K^rincd iriontiv flow. Nf>t all a\'ailable rcsourc(*s ■ 
:\\\ Ksed ;)\' Funnsx'l vania . The ]nn\*att* pnu'ide!' rec^Mvi'S public fun<h 
M> '':)«*raic MM [>>i]n it \' lioi,u»s of all Ul>es. 

in ; i-'M\' 1, (pa:;.* -"^ ) one eaa S'M-lhala ma jori tA' of \' i r.ci nia ' s c^' « in > 
' ;;;:Vii\- i;on^'s are I'un k li (!ii*oul;]i the h)c:Ll eommunitv mental lu^ilth- 

rei.'trdat i'')n ptf'.:,ram. Se\aaU\'-fi\'C percent of these monies ^'ome 
froi^: sl:ii.- jnd pei'cent fro!n loral TnatcldnL'* funds.. i*;K'ility start- 
in) f'nv!?; ai'e r> I'i iviai'i 1 v comiriunit\' monies, althou'j,'h some l)<»vcdopmental 
-lilies doUai's aie also vised. Idannin::; is untler\va\' to use Title XX 
h.'l}) sui)}.ort e'>nn-ivanity iuuv.cvs. Title XXJs lunv us(*d for childnaV-s 
foster care imd will he* uscmI to htdp maintain tlie nev/ IIFM Section ^ lions- 
in:: widch is under de\'(dopmcnt. M'he new lihi) Section '-^ prf>ic*ct, d(>vcd - 
.)pefl f)V the- siate hotasin<_',- autluunt''.-, deo'enrls h(\avil\' on local MII-Ml^ 
ooa.rds to inili;)te (lie projcd. H'-usim;- eont i*(^l is lof-;'! in V irginia, :ino 
"J'iih; XX f'av!.^* a r^' not ridb; used. 

\■[',,^xvi.' ■ loa ■ • ) •h:)ws :!i;it X(M»rasha has <i('\'e!oped a complete ron- 
iiMuani 'd" !*<,'.-^ id* aif i al cau'i i*' 'Uinents v;ith the uso 'if major funfliir; leethod;:. 
[i.v.vc-.-'-r, dfdi\-er'; of th(» fnl] e^aninuan^ ot'ser\aee ' ^ppr; nun i [i es is noi 
C' -^.:ait siaJewide. 
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VIRGINIA HOUSING PLAN 
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Nebraska ()]>crr;Ltes with regional control. lMi;iirc (I sliows the structure 
whereby rcL|,ional mental retardation offices are supported witli county 
dollars allocated on the basis of population. This is a form of milLai;e 
used to match state and federal funds. Administrative accountability is 
quite neatly established in Nebraska. 

People eligible for Title XX are proj^ramnied with these funds, while 
title ' others are funded through the StatQ Department of Institutions. State 

and loeal governments n.ake up the 25 percent match to capture Title XX 
funds. All Title XX funds are used, and they provide considerable 
fundin.i;.to the developmentally disabled population. The institutions in 
Nebraska are not plu.t^i;ed into the rei;ional community system, althoui^ii 
they are in the plannin.t^ statics to do this. The institution uses nur.sintr 
homes for placement, but these nursint;' homes are not eoonlinated with 
the rcg'ional system. 

Michii^an has developed a continuum of residential environments, as seen 
in Fiijre 7 (pat;e 57 ). Michigan uses all of the available funding streams 
discussed earlier. The State of Michigan has no defined organizational sys- 
tem for providing services, and accountability is difficult. The use of 
HUD amds in Michigan is more extensive than in other states. Title XX 
funds are used to supplement some conimuoity residential services. All 
Title XX funds are used by the^state. 

Tha sta.e match of Supplemental Security Income (SSI) is sufficient to 
mak^ tlic SST payment a dependable support mechanism for maintenance of 
(;omniunit\rtiomes. There is now a serious effort to use Title XIX to 
suppoil con muni^ ^omes in Michigan. Institutions are also using ICF 
programs ir a i\is\y -^ll-financed state effort. 

In Michigan community-based residential services may be operated by 
the state instituiicn, tl 3 conmuinity mental health and mental retardation 
board, private nor -profit systems imd county departments of social serv- 
ices. 

Time doec r^ot ^^t.low for an indepth review, but as we^lopk at these states, 
we see that ^ Inryj- number of people are receiving- SSI. The federal base 
for SSI is *1()7. 0J* In many stages this base is subsidized. An SSI sub- 
sidy IS arranged oy the state legl^.^lature. Remember that before SSI - 
states usuaUy paid 257 of the cose of maintenance for eligible persons. 
Wlien SSI cimic into bein-, some states opted out of any monetary eontri- 
bution toward the maintenance of hondieapped people. If we start wiOi 
SSI or I)isaiJilit^^ Insurance as the bn^e for the support of disabled in- 
dividuals living in the community we have a fairly dependable start of 
support. The problems of eaiTicd income, poor understanding of mental 
retardation as a disability or the inability of public agencies to manage 
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facilities for SSI clients are all solvable problems. Many have been 
eliminated by recent lou;islative action, thanks to the support of the 
NARC Governmental Affairs Committee. 

9 Using the SSI funding base we can build a resi- 
dential support system. 

1. The state MR system ndds program dollars to pay for 
staff and services. 

2. It is now possible to subsidize- resident maintoncmce cost 
without it being classified as unearned income. 

3. There is potential for Title XX funds to be used to support 
and maintain community residences. 

•1. The mentally retarded individual is able to receive IlUD 
Section 8 rent subsidies. This then adds to the support of 
the home and encourages a tx3tter quality home and thq. 
subsidy substantially reduces the amount of rent paid 
directly by the cMent. 

5. There are methods for using IIUD funds to Initiate new homes 
and renovate existing homes. There is also potential here 
for start-up funds and guaranteed loans. 

. a. These can be arranged through the assurance that 
can be offered to an o\TOer or builder when HUD 
Section 8 funds arc available. . 

b. Also, the use of HUD Section 202 offers project dollars 
to private agencies to build with and then pay off with 
rent subsidies (difficult to get). 

G. Some states have used federal Developmental Disabilities funds 
for start-up costs of community homes. In that the Office of 
Developmental Disabilities considers deinstitutionalization as 
a priority responsibility, there should be support for altema- • 
tive residential programs. This resource has been used too 
little. 

7. Many states have had state funds provided to build community 
facilities. In addition, county and city governments have 
authorized funds to support housing for hana\capped persons. 
These investments can receive HUD Section 8 dollars and the 
clients may also be eligible SSI recipients. 

8. Some states have been successful in using HUD Community 
Development dollars to renovate existing housing, to remove 
architectural barriers and to build community centers. These 
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have aided in making* the coninuinity a l)ettcr place for the re- 
tarded person to live. 

Intermediate Care Facilities for the Mentally 
Retarded (ICF/MRs) 

The use of Title XLK funds has been a vciy attractive resource to 
many states. The many delays in prcpcirinR' final rei^nlations liave 
opened doors to indiscriminate use of the Medicaid funds. As re.[?u- 
lations are tlevelopcd and client eligibility for this service is finned 
up, we may find tliat only a small percentage of our mentally retarded 
population H*^^ into the intermediate care .facilities system. It is a 
resource and must be looked upon as a useful'tool. Wc must consider 
llic many levels of need for the individual with rotaixlation and develop 
housing;" suitalDle to meet those needs. 

The staters formula for ftnancins ICFs ifives considerable federal 
dollars to persons living in the ICF facility; 50 percent or more is 
possible. Potential TCF rates are considerably more tlian most other 
funding sources. If the rules are respected only those persons with 
medically rel^ited needs can use this type of facility. 

Medical aspects of the certification and monitoring of Medicaid pro- 
grams cause us to fear a return to the medical model. We it\ust dr • 
fine the population that is suited for these facilities and not ti-y to f r 
all clients into a convenient ^^box" because of a funding stream. 

Of course, this program is popular to the private for-profit investor. 
It is easier to get these facilities going because of potential profits 
when a community identifies a need and advertises for a facility. Of 
course, the ICF regulations require our atlention. The cost may be- 
come too liigh to fit into your current stats allowance. If you Inust 
use ICF Medicaid funds you will be going to your state Medicaid agency 
to petition for an increased per diem rate to pay for the cost of an 
expensive system. 

Planning 

Are you asking yourself how all the resources used by these sample 
states have become available? States have worked through several 
planning systems to accomplish their effectiveness. Some of these 
strategies are listed: 

1 . Organization of ongoing advocacy activities; 

2. Participation in slate planning is a necessity. Kxisting mechan- 
isms which have lx)cn used are: 
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I). Medicaid ICF (Title XIX); 

i\ l)ovcl(3pinentHl Disabilities state plan; 

(I, Slate housint;* ai;enc\v; 

c. Department of Mil li^i- MR state plannini;'. 

Local plannini;- that can he worked with to accomplish coninum- 
ity support: 

a. Connnunit^' Development Ilousini*; Assistance Plan (HAP) 

1). Community MM-MR boards; 

c. Comprehensive health planning system. 

1. lntorai;"ency action on an ongoing basis is necessary. 

f). Assess needs and develop means of presenting these needs to 
government agencies and tlie public througli working with local 
and state ])lanning systems. 

Develop advocacy approaches to present client needs and to 
support a continuum of programming. 

Kfforts will continue'by the iNARC^s Governmental Affairs Committee 
and the Residential Services Committee to provide tecbiical assistance 
and fuilher infonnation on successful state systems to help you develop 
a system of support for a continuum of residentiJil services ia your com- 
munity, ^^Let^s get the job done^^ must become our motto. It talxes com- 
mon sense and a belief that mentally retarded ]5eople have the same needs 
and rights as others.- 



Administrative Issues 



DENNIS POPP 

Fix)m a m:in:ii;"ement [)ors])ecUve I would Ifke to Ix'.iA'in by reviewing- the 
principles th:it rehito to the conceptualization, ])lann[n£4' and iniplonionta- 
tion of residential services and neeessaiT support services to ensure 
that the mentally rctarded/developmentally disabled person can rentain 
in the community. The principle oniormalization, to<^ether with the 
developmental model of service delivery, must become the cornerstone 
of all agencies. Not only must servic^es l)e coniprehensi vc and thereby 
allow for increasing individual autonomy for the mentally retarded in- 
dividual, but management must ensure that any model of a service de- 
liveiT system must be based on the premise that: (a) human beings 
develop in a sequential and predictable fashion throughout their lives; 
(b) the rate and direction of development can lye influenced by systematic 
training; and (c) certain conditions must be met environmentally and 
professionally if the training is to be maximally effective. 

Since the needs of every human being differ greatly, management must 
• continue to plan for the design of an array of services that will meet each 
and ever\' need of the individual at his own level and rate of development. 
In addition to the atove principles directing management, there arc laws 
such as the Vocational Rehabilitation Act, the^Dcvclopmentan^isabilitics 
Act and the Education for All Handicapped Children Act. There arcr^also 
ICF/MR regiilations and the JCAII Accreditation Council for Services for 
Mentally Retarded and Other Developmentally Disabled l^ersons standards 
that require management to pi^ovide individualized services. These laws, 
regulations and standards confront management with the responsibility 
for documenting that there are programmatic goals, that staff will meet 
the various needs expressed in the assessment findings and that there 



are nieasuruble obicctivcs aloii<;- with inethoclolot;y and data rcllectini;' how 
training: or trcalnicnt is occurriivj;. 

Individual records arc nulna<-ement^s tools to chait the activities and inter-' 
vontions occurrini;' with the individual. They also beconie^ a toi^l which 
lends itself to data collecUon for coniniunity-wide plannini;' of services, 
coordination of sucl) planning :uid development of additipnal services. 
These records also lend themselves to monitorin<; the equality of services 
dcliv( red as well as providing- funding' accountability. Title XIX, ICF/MR 
tunding, Title^XX funding and Vocational Rehabilitation funding arc all 
pi'ograms for the in(Hvidualizcd purchase of sci^ioos. 

Fi<4\ire -fl depicts the process managc-ment goes through in ])rovi(Hng a 
functional individual program. The client, his family, various agency 
.'^taft and other community agencies must all be included. 

Ik'ginning with assessment, management must determine the social and 
cultural values of the individual and his respective needs. In all phases 
of tlic Individuali/.od Prognim Plan implementation, several questions re- 
main: How is management to be legally and professionally capable* of 
acti;:illy meeting the multiple needs of the developmentally disabled, pop- 
ulation with the most eost-cffcctivc, efficient and economical approach 
to delivering a multiple array of necessary services ? Wliat kinds of 
state and community- support are needed? \Vliat additional laws arc 
needed? .What fiscal resources are reciuired? \Vliat kinds of facilities 
arc neeessan^? How many staff and what t>pe of training must they 
have'/ These questions must be answered before management can pro- 
vide an array of services. 

Management begins with legtil and philosophical directives to meet basis 
human and legal rights. If it ^s a ^-ovemmental agency it will look to 
such things as sta.te laws which mandate community services. If the 
laws are not available then the agency must develop position papers and 
policy statements which reflect its mission in carrying forth individual- 
i.:cd and comprehensive services. Management froT.^ the private, non- 
profit or pi-ofit-making corporations generally develop a mission state- 
ment rcflecti g their principles on individualization as well as state 
them in their ny-laws and governing policies. 

If management has the Taws, can it implement them'!' If we look histori- 
cally, the answer is yes. In the early ISOO^s management was concerned 
with individual needs and provided individual services. However, as 
numbers needing the si-'vices. increased, the available financial resources 
decreased, and as proK-ssional knowledge of new training and treatment 
procedures ,grew too slowly, individual services declined. The serWces 
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j>t.»c' iiv.' lii.MU.Mi l)v tlic environ iiUMit "r llie l)uil(lin:j,y previously cle.si<j,-:iO(l 
for ii'V.c*; r'\;i(UMils, Maiini^vnuMit t)e,ii,':in to HI individual ])eo]:)le :iiid tlioir 
ijs|H*ctiv»- individual lu^cds intr) mixed i^TOups. Tliey went fn)ni sin.ii;le 
i)edrM« nis inio wards, classrooms into day rooms, etc. 

■ die iM lD's anJ r,()*s mana^'oiramt aii'aiii attonij^ted to develoj.) "])rou,Taras" 

would n\c^ei. niany needs of a'L»roup of individuals. Sueli tliini^vs as 
\<. iMonal ix?]v:biliUUion "])roL;-rains, " slieltered worksliop "pro,i;Tams" 
and lesidential "pr('i;-rams^' \vt»re eo ijeetured. National acereditiiii^* 
..::::;t!ar(ls; \vt»ri' de\ido])ed for tliese ''programs" so tliat atlministrators 
cMuld justify to eiti/.ens. in tli.,* CMunmunity tliat wliat tlicy were doiiii;- v. a.s 
f'M* the l)eiud'it .if the individual as well as society. They measured ])io- 
_;ranis In' hnw nian\* scjiiare feet sliould \k) niiniinal for clients and staff, 
vdrtt I'^v^' 'ind wliat numoer of ])rofcssiouals were ret^uired, what was the 
daff'tn i'litail i'ati(^, etc. Tliev measured tl;e structure of tlioir pro'j,'rams 
:Mth(^r lha . actual client dcv( 'iupiuent anr] proc.'a'imed tliat since tli,^ pi^)- 
_;ratii liad sueli 'Hiiuli stanf.lanfs" and ])vofessiona]i;.^Pi that tlio clients 
must be '^etlim;' r)ett(M\ i-ixamph'^ of tl"''h'r' t\'pes oi* proL»;rain' standards 
;iri^ i'ouimI in th(^ C'ARI-' accrc^dit u)n standaixis. I-'or exam]:)Ie, we liad n 
(' \Kl'- n^\-'^nv in Kansas last \^o.ck of ait adult training' facility- 'iho sur~ 
vi-\ors loniu'd at nro^'rani descriptions avul safety faclo»\s sucl,- as 'Hhxw 
idL;h was die fi rc> ">:tinu;\nslir?\ " I thinl; tlicy read only t-\vo d'ents' records, 
did n"t s]>ejk to ai'.v (dients and did noi S]:)eak' to anv staff invnjved in train- 
in-_;- eliei'ls. hi essence, tliey L>o]^ed at ^liat was- v/iattc^n aljout tl:e ])roi;ram 
:vA i.at the ])rML;ram \:'is doini;' to tlu^ (dient. d'liis t\iM* of re^ iev/ does 
not inea.-''iro ./hat f/onsumer urou]^s iiave donia.ude<l diat nianai;':uiient de~ c 
^uer, 

< )ne !;undr(^i .aid sixt\- vr:n*s 1 drr niar.a'u.Miuait lias come full eii'(de and ir. 
ai^am looking' at tlio de\'elopinentan\- du7'd>!^^l as itidividuals n^juirim;- 
muiKM'ous s(-rv ic(*s wliit'h iirc paid -o i v:irietv of proi^'rams wV.ich :ire 
o])eratcHl r)v a w/'i-iety of aixviiCMes and loeuted withdi numerous t\^)e^:. o/ 
S( t!hu'-s. 7*/ijj*e arc also ntTW aeenndtation standards which now are l)aseii 
on serviero provith^l to indi vidi:;d.s. These were adoptc ^ in 1!'7.'-) l)y tlu) 
.\ccpe(hta*a')n Cowticil fo !\ i-^r rvices foi' the MtaiUdlv lieUmkMl nnd ()tlier l)e- 
\ :do])rtUMiualh- i)isal)!.^d I^M'sons o{ tlie Joint Co'iiniission on Accreditation 
'>r I{os]>iuils. ' 

A^^ mana^'CMiont alt»M:^|)ls to met»f he indix-idual's jtocmIs nnd not th(^ faeility's 
or |)rofessioiinl staffVs needs, clr. ■u^e.'^ crni be s<'on, I)e'j,inriiiiL;' wii:h the 
t\7)es of ass(^ssu''.^:u.s that are beirii;" :i(nniidstered. Diamiosis nov. }>e:vi!iS 
v.'iti.i a '^enoral do\a ! onient assossmenl ''f tin* total* person's" needs and 
af)ilities. Wothon add (o it ps\ .^holojA', sjieeciL and liearinLi', oecMip-ddon- 
al tlierapv, social w-jtI:, n^e•li(•inc^ etc. , fo.' addit'onal diai;nosis, aJ.l 
lookimv at tln^ total poj'son. In th'' recent past it was \rv\' difficult to 
rlrte i^aiiiK' what to d<i with i nierilallv retarded or devcdopi lentallv oisal)kMl 
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iiKlividuiil who liad (>ii!\* ;i nuMlicMl or psycliolo^ical "..^sosshumU. Now, to 
find pliysiciaiis wlio v;ill made ii of nu-uUil rc?tard:itir)n witliou*: 

t'w l)ackup of nssGS/Mneiu iiisl iiiuumUs from (»tlK;r discipline^-' is Ix-c^h^i- 
inu nior;- r:in», 

Mr. Jorrv Walsli, in his p:i])('r on 'I'lic iniplcn ;'U:U.ion o{' Cnmmumiy :uul 

llonic \' )-i ntry, ])oi^Us out some of tlie l):irri' wliich alToct tlic (IovcIm])- LjrriLrs 

nient, intcLvnitit^n and utill/iition ^d' coninu..^it ', rosidontiiil facilities). lie 

points out tliat tlicrj aiv nuL^'utivo attitudes ir. neii;'hi)o»']i<>«)ds. ■Neiti.iilHO'S; . 

( } desire to put ^Iie nix ^Ually reUir(l(Ml on a farm wlieri' (.]]e\- "won't i;'et 

/•ur., c/i (i.o feai- pOiatUial effect on '^tlicir ])i'operty value, 

There are also the l/irrici.* erected by pai'cnts who: (a) fear their child 
will fail with less reiiti ieti^MlS, (b) are coneerncil that they have failed ns 
pareati>; and (c) contliiuo to have fcelini;'s which they paod to protect. The 
third barrier for those c^Mnnumity services is public administrators who; 
(a) issue r.'^id re,^\ilations; (b) keep tlu.^\atcnini;' the loss of funds: (c) in- 
sist upon multiple au:cncy inspcctioas" and (d) do not plar, for coordinated 
o Vooraes. Probably the most thrcatcnini;' I^arrier to manaj^e7"nent pn)- 
vidinu* communitA' seiviccs is tlie multiple re.i;*ulations impactina: upon 
the dcdive**7 and fuiidini'' of these ser/ic(^ 

Mauui^cmcnt is const^mtls faced with decisions, if it is a st^ite i7uaaa.i;'e- . 

* ,..11.- MT-ii n ;uitt(irns i^f 

nicnt system, niana<j;ers must make such simple decisions as: Will all 

the neodeil sei'viees oj state operated? Will some of the services 1)0 
.-■^tate operated and some of the services re^Monally operated? Will most 
of the services be privately operated with the state purchasini;' ser\dccs 
for the client? My contrK'ts ivveal that a combination of pul)lie and pri- 
vate a.i^cncies operatim^' a variety of sci^dces has Ixjcn the primaiy l-U- 
tem of sei'viec develnpmeiit. 

Crcnerally, stiitc at;cncies maintain ownership and operational n^sponsi- 
bii;tics for pui)l\c residential facilities aloni; with some rc.L;ional co- 
ord i n at i u ir v.s nor\s i bU i t i c s . 



After manai;emcnt decides which service or services they wish to ])rovide, 
thev must carefully levicw the way in which federal laws arc written, 
the regiilatiot^s interpreted and tlie funding' patterns developed. For ex- 
ample, if the state a.i^cncy (icci(ied to utilize Title XIX funds within the 
operation of state facilities, tlic ai^ency must review^ which buildin<j,'s 
and proijrams would now meet ICF/MH rei;iilations. in the past we had 
to carefully detemunc which seivic^cs w^cre "medical services" in order 
lo qualih- for limited Title XIX reimbursomcnt. We are still not certain 
about limits of the "medical service" definition since practically all of 
our Services are now eliu:ible for fundini^. Most of our state institutions 
• ffer these medical ana reh^^bilitation sei-viees iK^eausc we can rcn^eive 



;10 to \)0 percent of their cost from tlie Federal Government. However, 
when the same rules and ret;Tilations are applied to comnnmity nursing 
facilitios (which are u3ually 50 beds or more) the private owners must 
assess the eeonomlcs of whether or not they wish to serve the mentally 
retarded. Hundreds of these nursing; facilities cannot meet the ICF/MR 
standards and will require a number of expensive architectural and 
staffinL!; cliani;-cs.- 

H' the nionlallv retarded ])ersoi\ s moved from a public Title XIX sup- 
ported facility into a small community-based residential facility, he is 
no lf)n.<;er a !ne(Hcal rcci]Mont or patient; he is now t.hou^»-ht of as a com- 
munity citizen and/or client who is livin;;* in a smaller' j^roup facility. 
/. s his residential status changes' Oiot necesj^arily his service needs) he 
also changes his eligil)ilit\' for financial sup])ort. lie is no longer pri- 
marily supported with Title XIX funds (except in Minnesota). He now 
nnist l;o tliroui^h elit;'ibility for .Su])plemental Security' hicome, Title XIX 
for 'general medical services in the community and social service funds 
if that particular state has not reached its Title XX lid for social serv- 
ices. iManai;ement must determine if this individual is capable of living 
on Sir>7 per month SSi income, plus mecUcal. That conclusion is not 
difficult to reach, but it is difficult to find more funds for livuig exi^onsos. 

l.V't's tlirow in sonic other inteq^retations that keep managemenc confused 
in its decision making process. If a mentnlly retarded individual happens 
to be of school age and lives in a Title XIX public facility,, lie may or may 
not be receiving tax ck)llars desigTied for^frec public school education. 
There is still a great deal of concern and question as' to who is responsible 
for his cfkication. Are the medical services delivpred in such a way as 
to be seen as eckicatinual senices? Does the local pulolic school district 
have rcsponsibilits' for the payment of his educ^itional services if he lives 
in a public Title Xk\ facility? Now, if that same individual of school age 
were living in a community' residential facility which does not receive 
Title XIX support, he could attend a free pi/blic school program. So, as 
von can see, funding ])attenis and the provision of residential services are 
nf>t solely determined on the needs of the individual, although this is the 
i)asis for most laws. 

The lav/s have bcei» intoi^preted through regulation and practice to meet 
the financial needs of management who operate ^V^ograms" or "facilities" 
and not individual semMces. Progrrams, as all of you can well attest to, 
can be defined in as many different ways as we mav wish to define then., 
\\'(} have todav innumerable definitions of an educational proipi-am, of a 
residential program, of a medical program, of a rehabilitation program, ^ 
etc. \\1icn the pliiloso]:)hical base and the im])Iementation of laws conflict 
v/ith the intent of the legislation or what the consumers desired, then 
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Evaluation Requires: 

1) An assessment of an individual's developmental gro\\lh 

2) An assessment of agency developmental growth 

3) An assessment of communiLy developmental growth as reflected i)y 
relationships between agencies and tlie community at large 
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iiKUKiLAenient will not be able to consistently administer the services pro- 
vided. MiinaL:;ement is continually contused about whether their interpre- 
t^ition of tlie laws and rei^rdations arc correct and, if not, will they re- 
"civc a financial audit exception. 

] would like to present my next few remarks from the perspective of 
meeting;- Individual needs in concert with a variety of community ageneios. 
As specialized developmental disabilities agencies work together to 
develop comprehensive sendees in a communit>' or region they do so 
based on principles generally found in the standards of the Joint Com- 
mission's Accreditation Council for Services for Mentally Retarded ajid 
Ot]>er Develop mentally Oisabled Persons. There are tliree primary 
principles guiding their efforts. 

llni first principle of '^responsiveness'^ requires Uiat both tl^e needs of 
Die individual and the. unique community ix? responded to. 

^I1ic second principle is that of "availability^^ and ensures that the services 
will be available to those who need them. 

The third principle is that of "accessibility" which means that the com- 
munitv^s discrimination practices are modified, the buildings are ac- 
cessible, that there is an active community informational program and 
that there is a fixed point of informatk^u ah)ng with numerous referral 
services. ^ - ' 

In Julv ot i:)7 1, an Advisorv Cor:M.:itteo on the Accreditation Process for 
a Service Delivery System v fontiod, with Mr. T.K. Taylor as its 
staff coordina<:or. Its eharg / was to 'ictermine if a service delivery sys- 
tem could receive accreditan^>n, Tpc committee realized that a single 
agency could not provide the complete array of services required by . 
devolopi-entally disabled persons. Some agencies could only provide 
a single service such as information and referral. Some may provide 
information, referral, diagnosis and evaluation. Some provide three, 
four, five or six services. The total service delivery system, there- - 
fore, becomes concerned withiiow to most effectively and efficiently 
conrdinate a!u.l deliver such services. PM^Tire /;2 lists services that 
nati'-.nal accredUation staff may review when they conduct surveys of an 
agency or service delivery system. 

When viov:i!ig the variety of community service delivery pat'terns we see 
some agencies being brokerage firms which sit back and buy each and 
<'very sci'vice needed. T.ms is occurring in vocational rehabilitation and 
Title XIX ])rognin\s. Some states, such as Califoniia, are also st^'Ling 
up regional brokerage agencies. We see some specialized agencies per- 
forming assessiricnt functions bv providing dia.gnosis and evaluation, and 
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then rercrrint;' to the appropriate a<;enciGS which have one or more of 
the needed educational, traiiiin<^* or treatment services required. Since 
none of these individual a.<>*encies can be all thin<4's to all the develop- 
mentally disabled within the community, tog'ether they form a nucleus 
for the dovclopment o/a comprehensive community sei'VMces deliyery 
system. KiLVure -iS portrays the program :uKi service arranii;ements neces- 
sary f(;r the development of a service deliverv system. 

Tliis community consortium ofai^'encies must continually plan together if 

a comprehensive service delivery svstem is to exist. Such planning, c.mpi -^lenr.ivG 

when coordinated by one agency or group, reduces fragmentation, isola- sy::!ei;i 

tion and duplication of services. It enhances the sharing of professional 

resources and exiDcrtiije. Planning and coordinatioty also stimulate cost 

effectiveness throui;h the utilization of ail comn^unity; resources rather 

than tlie duplication of these resources. / 

When these agencies act in unison they are seen as i:hange agents fxjcause 
they are continuousl3'' reviewing themselves and the needs of the popula- 
tion group which they set out to serve. These are usually agencies which change 
are working together but liave different function^, responsibilities, re- agents 
sources, skills, etc. When these agencies come together as a consortium 
tliey demonstrate a wider range of fimctiohs and services in terms of 
numbers of individuals they can serve and the age range of their clientele. 
In addition, the severity of the handicapping conditions they serve is 
generally broadened. 



The facilities in which these services are provided are always a major 
concern to tlie community, to the developmentally disabled individual 
liin. ^elfand to the fundipg agencies. Therefore, several evaluatiye in- 
stiximents have been designed which at^'^mpt to ensure that the services 
are provided in a suitable physical structure. These evaluation criter- 

-I rt 

ia can be found in such instruments as PASS, AC/MR-DD accredita- 
tion standards, ICF/MR "^ regulations. Architectural Barriers Act, 
OSIIA Standards, State 1. i censing Standards, fire and safety codes of 



^ Program Analysis of Service Systems 
2 

"Accreditation Council for Services for Mentally Retarded and Other 
Developmentally Disabled Persons 

3 

Intermediate Care Facilities for the Mentally Retarded 
4 

Occupational Safctv^ and Health Administration of the Departnumt of Lalxn- 
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t'edunLl, otzito and local -'ovcm mental units, and f am sure I've left out 
.sovera^ utliers. These ty])es of external standards have a n;ajor impact 
u])on mana-oment and its plannini; to obtain l)uildini>;s that can meet a 
variety of service needs. 

Mana-^-ement lias to decide the si/.e of the iRiildiniA'S and whether they 
s!;oulti be constructed, purchased or rented. Where should they be 
localcdV I^>r whom should they i)0 designed? What t:^i^e of physical, 
uuMilal and social needs should the buildin^^s be able to accommodate? 
Wlio is responsible for the maintenance and U])kcep? What kinds of in- 
surance are necessarv? Are there zonin^;- restrictions? To what-ex- 
io.wi should the values of observation, protection and structural security 
i^nvcvvi the handlin.i^- of individuals? What are the therapeutic effects 
of color? Wliat are appropriate noise levels? How pleasant should the 
environment be, cither for slcepini;- or day prooTamming? What is the 
Ideal i)alanee l^otween openness and architectural stasis/? Mow is the 
stricture identified within the community*? How does the community re- 
late sociallv to the structure and its proj^rams? Wliat are the limitinj;- 
factors for climat(s li-htin-', at r eonditionint;-, hearing' and cnviron- 
Viientni p'^Ihition? What is the physical ability to control disease, ^ic- 
cidcMits and other such dani^ers? 

When residential services arc finally ])rovided, mann,<j;ement must de~ 
eide such thini;'s as how is food purchased? Who prepares the food? 
Wiiat ty])es of staff, if any, are necessary for food preparation? Wliat 
are th.e laundiy potentials? Wlmt are the transporta;:ion options avail- 
:J)le? Where can the resident find recreation or leisure time activities? 
V/ho provides the emph)ymcnt, work trainins? and ed'ucational opportun- 
iUes? Where are r.ecessan- medical services offered? Is there an 
opportimity for'judvacy ? 

Mana--ement has to -o tiie next step i;y hiring- stiiff qualified to provide 
residential services. If it includes health related .sci-vmcc, then r<^o;-is- 
tered nurses, licensed practical nurses, -physicians, occupational 
therapists, physical therapists, etc. , must bo available. If it includes 
an educational service, there must be educators, ; trainers and coun- 
selors. H* it includes recreation/lcisure-timc service then there must 
be recreational therapists, adjunctive therapists and aides. H' it in- 
cludes personal imd social adjustment services, then there must be 
psvcholooists, psvchiatrists and social workers". Then management de- 
termines: Wliat staff ratio is necessaiT? ^^^^nt salaries are competitive? 
Are there unions** How wall mana<;cmcnt supenMSO and monitor? Fii;iire 
U recapitulates some of the issues that must be resolved and coordinnted 
if sr)me minimal sei'\Mces arc to be provided. 
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A frustrating: and ongoing problem faced by management is related to the 
area of personnel. ManagSWnt must determine: Who do they recruit? 
What is the availability of substitutes, especially for residential services? 
What are tlie most functional job descriptions? How do you evaluate per- 
sonnel so that you do not offend unions or civil service regulations? What 
stilary do you pay and what fringe benefits do you offer? \Miat numbers 
and U-pes of professionals should be hired? Wliat should be the entrance 
competency level or basic knowledge level of staff? Il.ow do you upgrade 
skills of staff? 

Tb.e roles and functions of professional staff, particularly within residen- 
tial programs, vary considerably from agency to agency. A psychologist 
in one facility' may be an administrator, where in another he is primarily 
involved in assessment and in another he is involved in personal and 
social adjustment training. As we identify the professionals and staff 
necessary to conduct the services, we must also develop the metliods by 
which they communicate with one another, work with one another, plan 
with one another. The interdisciplinary process-not only must exist, but 
a transdisciplinary process must be developed. Management has had to 
face many of these issues without a great deal of help from universities 
or other traditional labor markets. They have had to develop training 
programs to ensure competence of staff working with the mentally retarded 
individual. An ongoing question for management is, do the staff have the 
kTiowlcdgc to perform, or does the system which management has developed 
allow for the knowledge to be utilized? In other words, if something is not 
being done that should be done, do the staff need training or do we need to 
determine how to use Jie. knowledge we already have (which may be ac- 
complished by various management techniques)? 

In trying to assist communit\^ agencies with this problem, Mr. Dave 
Svoboda, Coordinator of Inservice Training on our staff, has collected 
various training packages that public and private agencies are utilizing 
for assessment of staff and for inservice training purposes. There arc 
general informational packages being developed such as one recently 
designed in Kansas entitled, Basic Training Manual fdr Service Providers . 
This training manual has the following training programs: 



1. Overview - Etiologies of Developmental Disabilities and the 
Current Federal and State (Kansas) Administration of the 
Developmental Disabilities Program;* 

2. Human and Legal Rights; 

3^ Philosophies of Service Delfvon'; 

4. Diagnosis and Evaluation (Asscdsment); 
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iiidividualizod Prosnini Planning; 
Hvstematic Learning (Behavior Management); 
Community Relations. 

in addition, the last three chapters deal with providing services in: 
S. Residential Facilities; 

0. Adult Day Training' F.>.cllities; 
10. Child Oay Training Facilities. 

Wliere this manual has attempted to provide some general basic informa- 
tion in many areas, othei' packages have gone more deeply into specific 
areas. 

The Florida Department of Health and Rehabilitative Services has pro- 
vided an excellent g\iide to materials for the severely handicapped. This 
U^ide provides a bibliography and listing of resources for staff to utilize 
as needed. This type of guide requires staff to have some initial basic 
Knowledge and skill. T: does, however, provide a great deal of informa- 
tion that staff can use at various levels of their growth and development 
in such are-^ ^ as assessment, intervention, outreach and model projects. 

The Michigan Department of Mental Health and Social Services has de- 
veloped a 4 56 -page document entitled. Adult Foster Care Provider 
Training Manu al, whi^h has five chapters: 

1. Adult Fo5ter Care; 

' 2. Behavior Management; 

3. Programs, Activities and Ser\nces; 

Health Care; and 
3. Home Management Administration. 

The Ponnsvlvania Department of Education has developed a T raining Mode l - 
individual Assessment Guide . This is geared more, toward children's 
assessment nnd talces the assessment information and breaks it into 
individual units. 

There have also b<3en several packages developed on the Individualized 
Prograin Plan. Kansas is in the process of conducting ten sessions on 
how to develop an IPP through ^'telenet'' across the State of Kansas. 
There is also a manual by Houts and Scott entitled. Goal Plannin.i with 
fjov elopTnentally Disabled Persons , that has with it an instructor's 

bo 
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i.Mvufl :Lnil supL'r\ iso j-'s ii\:'',riu;il , alon: ^vi(h a o;i.'-^:-;c'Uc tape. -'I'di 
!ii \-i'r:>itv lias devf'l' -ijcd m hvo-'^our vidi ^ (ajie on 1k)\v t^> (k' 
\ii r-.\C''li'.'nl pa])or!);M.'k is one t.'> liLUvi l^^ cpari^^^ Inslructlon:ii > tiv<-^^ , 

\\ >[)ri't I". Ma:;ei'.. ^rin-re an au'liti'Mial .siK'oific trainiUL;- ])ac'kaij,cs slk ii 
'VM ina-'iML'; i v. li, - vi^T S<m'U\s'' 11 11 l':i\t('n)risos, Iiu\ , r.awrc!icc, 
; .;in.-:Ks, 'I'hri'o 'dir 'jfhtM's whit'^'; "nrf^ 1 h:'\'r k'ft rmt tliis list, 

Wi:.' Mi*^ t'Mir,]Mr.\i!\' j^rnMonis ar:(l iiitf is ])Jvsc^ii(c(1 \)\ U\v dc\c^lopirion tal - 
!v 'i' ■!)hMl ]>' »j)n'af,io!i, a'j,"nri(.M^ nvisl dcvc^lo]^ ;) continauin <jf Irailiin;; tor 
-talf ['foiu Ml'.' ' r-.'.i'^.iii^v^ iircscrvice t.rainuvj; activities of all staff to an ^^-n- 
L^oii! aisi i'vire tra'aiiv, pro_;ram uiiich will nicel thr various-skill and 
;:no-. !, sl-L' ai'^'as dial riH st:U"f reciuire, M;uiaLJ,vrnen(; i,s laced with the fact 
.-laff di ■ 'l-'p .it var;:.)a^' individual rates. as do llieir clients. 

['Wiri ('< inaaHN rc? ■ i)L'r in.-it the co?"i\ple\itv of in'livid'j.al needs is 
nirt!-. r c'Mnplicated fn Hil- conij)le.s:itv of an aLCency and its f)ne or more 
:<'r\ ':ees. This cornpic'Mtv cqxiiuLs wluai we viev.' a coninnmity scr\'ice 
:!eliva.'»'v svsteiM. ManN" tinu-s this a])pears as rna.ss confusion. Coor- 
• Va.Mon f^fall o{ these (aititics into a non -duplicated officiCMit means of 
o;-!iver\- iias been -ind remains a, I i^cmendous clial ir-riVj^e to all inanat;enieut. 
iiov.i'WM', i)ar < rits and advocates eaai lie!]) manai;ctnent establish the -in - 
di\-idualized srr\-ice.s a Ion, l;' with a \/idc ?'anL;H^ ol sendees by remainini;- 
i:n(.>I\*ed a 11(1 ..r^ '\vh\|j,eab]c. 

' . aid lil.'.- elcSf \)V sharing" with you a report from the !\lorrison As- 

.,;!es, ;hc Mei (al liealtli and Ment^i ^ ileta relation Kepo i ' , Nov( inber 17th 
'sstie. Tiie Ckaieral /.cct)U!Ui]VJ,- ^>riu'c rcjiorts sununari/,.'d heroin he<;'in to 

- me soii:c hope, as a jaibllc [niininistra.tor, thai tius'v may be, some 
V.:;-; !<) cr/o^'diaate all of t];e federal rules, re.ii,nlations uad funding activi- .. 
t s, 

I iM ^ M ii-.-ral ;u'coua:iaiu' ^ ^iHce (GA<^i, wi^ieli is a branch of the 0)n.i^ress, 

.... (^-ecntly conducted a studv on the 'Meinstituii^^iali/.ation'' effort, hi 
.'SsiM^aas the re])ni'r stales that iin provements are nt^eded to help the men- 
tally disabled return to and reniain in tht» community. The G\0 examined 
■! '. i- ietv of our mana'jjement i)n^blcms. Their report broadly defines 

i:dn.:^ritutionaji/.ation as a process of pu(,-ventin<;' unnecessary admissions 
a:' ' ctentions in instituf ions; finding- antl dc^velopin^i; appropriatp alter- 
r:,::ives in the comir:unitv for housini;-, treatment, tiaitiini^, ed aatioa and 

'!iai)ilitation of dev^ a)pn^.ental!v disabled ])ersons whiO do not !.-; ch1 to be 
i'- institutions; and ' : o'cvir..^" t.l^e conditions, care and treatnuait of th(^sc 
■ need institutioaai cai7^. Some (W* the fnl](.\vini; ])roii;rams wrw I'cvivwcn! 

; , their findin:".- art; ,;ammari/.efl })elo\v: 

J, As foi the Title MX ( ?vUMhcaid) oi'o^rani, l:l:e CAD felt that 
ih .. pi-M-:ram was not coir.p|etelv f.cvorable to our offorfs. l.ar-e mmdx rs 
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()!' ;it'VOio|inKMUallv i^^iabluil iKVsoii;-; a i*u trans fo rrc(i froiu* facilities hav- 
\ivj: spc'cUu' st;tM.larirs for care ami t ri^atnicnt' and placed in skilled 
nursin- i. )nv.'S ant] WV facilities which ^'cnorally d() not have (o cci: plv 
witli thc> <;lan(lards. As ! said earlier, there ;iro several hundred 'i-.irs- 
inC ^''•••'^•es which are not -'Mni' to nic:?t ICK/Mli re:j,\ilations. 

. J. The cost of nieiital healthy and n;cntal retardation care has 
b.'cn taken frum n^Mitai h alth and rt^lardatioli lAidL!:ets and put m -.velfarr 
buduv-ts. Tlu.; res]joni?il)ility for funding; has also, shifted froi- .'tatu to 
federal biid'j;eis. The i'esprmsi'l)ility for the v:*are of (ievf^IopMeiitall\- 
disabled persons is also shifting;' from tlie mental hc^alth and retarda- 
tion .specialized system to tliO welfare s-^teni. T'he GAO re; ^rt jjoiiiiod 
out thai ther^c is a need .to pr' *arr> annual repOLts ()n the (ie\ - )prMent and 
iiri])lenienlai.i->n of co'nHnvhonsiW* scirviccs. Docunientatio- 3 also 
^M.'drd of cas 'S wiiere persons wv-re placed in an IC l'M)or*ause of the 
lad. iA' voi:.i. :.iLV alte"niativv;S aral the c.\'plora! ion of oth' ' i* alt(^ mat ives. 
The pr'.^parai!-':) '■(' '-elcase plaivo which include a rran,f;'enu;iU s for a])- 
iir<inriat(^ -:L rvicos,^)i-Mjo-i;\-e yi^y' u-o, su|)e rvision and foUo\/-u]^ arc 
also re-, jui red . 

1die GAO i'e]ioit reco^nnuuids tliat the j )<^]):'.. tineMt of nc\alMi,- 
Kd'.ication, and Welfare^ L;ivc r>iates incentives t) phice develop)ucntall v 
(iisablcd ])er.. us in the mo.u ^ipp7-o])riaie ^- ^tti)iL;, avoidini^- unneccssa rv 
i)hicenienL in IGl-s and skilled nu rs lv>n./s. Similarly, HHW* should 
ensure that mental liospitals and .Jist im' >ns for rcitrirded indivukials ;;r- 
include.! in the vali-da^ion sun^evs aih. -.ler r^^vii'ws »)f slatr' utili/alion 
cent rol pro J,Tan^"". ' . 

The 1-eport adribuied inariv of tlie ])roi)!(/»:is associated with 
df*instiLutionaliza-cion to the lack of an effective niana<j,-cnient system tliat 
clearly dL-fined'objecti ves, roles, resj)' >nsibil itics , actions anri evalua- 
tions to iic carricfl o.ut b\* tlio variei ai;encie.s in; tlu* effective* tvansRM* 
of indiviiimils froiu instituli^^^s <.'em)nunities. 

A systemalic way to finance (Icunstitutionaliz'ation is needed wliich w^uld 
assu ;e that p.'n\sons were pkiceH in tlie least restrictive environment, 
niosL appropriate to tlicir needs, .witfi necessary servic(\s in the most 
cost-effective manner. Criteria stmdanis are neoessan' foi' defiiniiu,' 
adequate or acce])t.ablG conununity placenieaf^in the least rcstrieti\e 
environment. The General Accouniini; Office indicates that Coni;*ress 
sheuld dcsi^Tiatc a commiti^e with resnonsibility to oversee all federal 
efforts toward deinstitucionali/'ition. 

r>. The O: \0 also reeommonds to lU^W- in) tliat a clear and con- 
sistent federal role in the mental, health and retardation areni should be 
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(IrttM iniiKMi ;ni(l i'ccnninuMi»l;it ions iiKtfIc to C()ivj,ivsS for a loni^'-lcrni 
;i{)]n'(xic'h allov ialiiiu' tli(^ p>'ol.)loin related to (UMnstitutionali/.ation; 

]11-:\V should evaluate the iuhmI and desirability of providini;- other 
t\-|)es-of care oiilsicU^ of ICTs; ic) M HW .^h(Hdd deteniiine how best to 
ensure that slate a-encies aihninisterini'- IIKW supported pro-^Tanis de- 
velop an(i impleincMit effetlive ease inanai-enienL systeip.s for persons 
b(MniA' rehvised to ensure that ihr individuaTs needs are fully assessed, 
that a ri'an*j.vnu'Tits are nia<it' for appropriate placcniuMit and neeck^l serv- 
ir s, that tliere is sufficient follow-up and that thdvc is responsibility . 
aeenunlabilitv wliieli is clearly d(d'ine' . 

G. d'ho I'eeor' h)r,|;s ::1 social seM'\-iees ai d reewinir.ends that 
social service fuad:; be 'ilili/.ed aloni;' Willi SSI to pi'evcnt admission to 
slate instiUitions. 'I'at-v looked at vocational rehabilitation and found 
tliat vocal H)nal rehai)if; li'ai a-encies had not been providinii; sufficient 
services to tlu* nioiH^ severelv devolojMiientiiUy disabled. Some st<aies 
had even adojited policies or definitions wt.ich had catCM^orieally ex- 
eluded eei-Uiin se<;-ments f)f the developmenUilly disabled popul<ations 

0. 1thout an (^valuation of an infUvidual's potential ar required by lav/, 
'hie n^jv^rt also not(\s lhal vocational I'chabi 1 itation should look at the 
(kd'inition of sevcM:^' vlisal)ilitv and that it l)e clarified as to how it re- 
lates to the retai'd(ML Consistent procedures and criteria should l)e 
'is.mI for (dassifvint;- f)ersr)ns ret<ai'de(L Vocational rehabilitati< 'U 
must e.^ablisi' eriteria and procedures to ensure that decisions to (kaiy 
vof-atifMial scr\'ices to the dev(dopmentally (Msabled on the basis of 

- r inabilit\' to achieve a vocational i!;oal be made only when a lack of 
\-oeational potential lias i)een demonstrated beyond any reasonable doubt. 

7. The Office of Manauemetit and lUui^'ct has found 135 fed(»ral 
proM-r-ams afhidn istered bv il niajor (le]iartiiients and their a<,^eneies 
:dl of which ]v>t.,'nt!all\' impact on the delivcr-y of services to the de- 
vrk^pmcnlal! . dIsai>hMi. Tlds is almost impossible to coordinate at 
;< ^t:de level. 

Tiicy -dsr) i^cnaewctl the Departnnmt of Iknisii .md rrl,)an 
nfn(dopment and recommenrlofl lhat 1111) d'rect their area and rei;ional 
nffw' personnel to work more cdoselv with federal, sLa,te and local 
n-ental retardation otp^.^'aks to or : .re that housini;- provided to the de- 
\ ' lopmentally flisal)l(Hl ks appropriate. 

<). Thcv lor)ked at Labor and asked: Are vour CompreluMisi ve 
i:mplo\-T!ient Trainimc Af:t funds beini;' esed effectively? Are 'hev Ixmiv/ 
us(m1 f ir institutional or other resid(Mitial pro<j;rammin<!;'/ 

1, f this rei>ort and its reeommendntions are iniplenientc.Hk»^I think we have 
a, cTi^nce lo dc^volop, eonrdi^"i^e aad fielivcr a coiaprehensi ve ari'av of 
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svrvirt's which will mud the iiKiivukKil ru^cnls n\ the (lovelr)|)nu?iUall\ 
(iisal)le(i p'>]nil:iti(Mi. 

The rollownvj. arc ex:un])h slari" (level )pmunt materials whioh aro 
ret\.'rencoJ in the ijreeediiij, speech. 

MANACING BKllAVIOli Si:UlKS - (H K H Mnterprises, hic. , P-O. Hox 
:rM2y Lav renee, Kansas (i(iO i 1) - This series of eii>'ht paperbacks ex- 
]'>lains in detail the theories behMul and techniques of behavior modifi- 
eation. Fart 1 - The Measurement of Behavior; Part 2 - Basie Prin- 
ciples; Part 3 - Applications in School and Home; Part i - N'evv Ways 
to Teach Now Skills; Part 5 - A Tea her's Guide \n Writini;- Instructional 
Obiec'tives; I-art (i - ScninKiries of Selected Behavior Modification 
Studies; l^avi 7 - T(;ar hinii; a Child to hniUite; I^art 8 - Teac' .pi^ Speech 
{o a NiMiverfKil Cliilu. 

1 KPAIUX^.} INSTKrcTIONAL OB J PJCTIA' KS - By Robert l-\ Ma-vr 
iFearon ^ ublishers) - Tliis ISfi-pa^e paperback is an excelh r.t i;\iide 
frrr h.ar-iini>- how to write I;ehavioral objectives. The book di^<:*usses 
the pui^osr^s of objectives, as well as their qualities and coniponenls. 
Ic contains several ''t'ecdl>ack^' exercises, ^;o 11" readei kn(nvs. whether 
or not (s)he is on the riL;*hi track. 

GPIDH TvO MATKRL'VLS I'OHTHK SEVKKKLY HAN DKWPi' ^'IP - Florida 

Departs -nt of Health and Rehabilitative Services, 1311 Winewood 
Blvd., T:illahassco, :^^Itjrida^32r;01 . This i>nide conies in four parts - 
AsscssrM. • , Iiten.ention, f^utreach an|^ Model Projects. The assess- 
ment p ut d' M.Tilve^ ovo: 30 different assessment scales and checklists. 
There is a .?r- v.-refere^^c^ index where each assessment is subdivided 
int^^ ^kill ca- j^'orie^ with a.\ in^iication of the number of itenis for each 
catejvory reprcseatrrd in the iiistnirnent. The skill cate,t»;ories include 
social, coi>ir.tlve, dressing, eatim;, toileting, working, gross motor, 
fine motor, language, nun^hers r'-?nd reading. 

The inteiventi(Mi part contains sfv .sections. The first section i-s on in- 
dividualized programming and discusses the elements of an il-'P, inclufl- 
inggoaJs, task analysis, behavioral objectives, instnu'tional strateni^ s 
and g valuation. The second section Is an annotated bil.liography of ( Ty 
publications. The bibliography is divided into two sections containing 
books on peliavior modification and instructional materials. Tke third 
section coniains a list of 99 articles from various periodicals. The 
articles are divided into eight subject areas, includim; vocational, social, 
se)f-help, motor, language, cogTiitive, behavior modification and general 
topics. The fourth section lists a few of the many vendors of toys, equip- 
ment and adaptive devices. The fifth section is another annotated biblio-- 
graphy of 45 instructional programs. These programs 'contain materials 
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])r ^ ins lor si. ill th-.vl: )} )r w :!U i which :mv not ;iirr>lah-«l hpi^-, ^k:1 
..I \vii:rh :i ri' :mtr »t:i{ud in Ih^' ! k h ■ rvriit ion i^art of Ihr -iiido. 

Tl-,,. f.,:;!-t!: pari of fhf is :t l.ookiot -.m \' mU^I IM'ojrc-ts, Tliis ;):in 

.iM'ho':- iror-, l!icolh^;r thr^o in th:it it i> ii"^ » hihlioj.ra|>iuc; rpsou rrt" 
).:<)], f.ut iiisli in! pi-SMris ir:irh"S aho'it tivo jVclcjrallv f'ln.UMl ijrojccts 
s. to t!iV- ^.cv,-i'c\v nandicapiA-vi. 'Vhv:;v artich's flo.scrihc- cu i-- 

. lioris llirou'^lioiii {hr uMuntrv in In.' ( h^vrlopmcnt of ncw and crfcH'tivi^ 
laat'-ri-'ls. The /our an-as n\ c-uria-ahitv. d(-,-rl()pnuaiL, puhlir school 
Mvi.^-ls, rural .v.lucation models and aadio-visual niatc^'ials arc proS(aa(.'d. 

.\[>l i;r K^^S'l'KIl-C'AlU-: ]'HO\*ll)r:U TKAINIXG AIAM'AL - iMidu-au 
Dnpailnuau.-- n\' Montal llcaltn aiir Sorial Siu'viccs. d^iis ir.f.-pa-c doc.ai- 
aicnl is a vorv -ood pro<^-ram Tor h^'o- :ind in-.seivirc tnuniiv^-. li contaiiis 
five- rhaptur 1) Adult iNOStcr C.M^ -J) Pohnvior Maua^i^enionl; P>) Pro- 
•n^ains, Activities and S..rvicos; lU-altli C'aro; and r/j Homo Mmia-;cniont 
.\(hiHnistnuion. The first chapter -ives an overview c^f some of the 
e)nlpl^^\•ities involved m providin-' eare to aduUs. Cha.]>tor two is hi okcn 
:ato tjit^ht i)arts and is a i)rettv thorfiui;-h description of the prinei])]es, 
T'chniques and lo-al and ethical issues of bch ivior control, ^fhe third 
cluxp.tf.ir is hr Ven into tluve niain areas: the ..La^;e assesyment plan, 
con'niunitv-ba.sed pro-.nms and iii-home i • ' 'vuus. Tlie liird iroa of 

. _ ■ -If ., _ .1 Iw, ; ,. 1 : ,f;., 
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thi:.. riia-ptcr is fuiilier (liviMc'd into t.asie solf-'jare and Inisic livin.u; 
soL-;i.)ns. Chapter four 1. s seven socrions dealin,-- with medical iccords, 
n'.itrition, exorcise, accid..Mit lM-.>venti'Mi, nu rsin-- procedures, di;>iH>tes 
and (Iruu'S. 'Idio last chapter is c')nM.)<>,v.,'d of s^.x sections including- 
bud^-ctir--, accountini;-, persoiuiol ro]icie< • urciiasini;-, client accounts 
an<rinsurancc. An index assists in 'luicl: reference for m:inv b-pie 
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i'i;NNSVI,VAXl'V TRAlXiNG M'd':;!. T-*^ • UM'AI, A:;SKSS-vn-;NT CA U)K - 
I'eniisvlvania Department of i-:duca ,ion. -Idle ['enns vlvania Trainini;" Mo.lc- 
'•ducalionul Planrdn.u- Systetv is <Iesi,^ncd to assistjeaciiers in the d(>- 
'elopniont of specific pro-Tarns for the scvorcdv and profoundly mentally 
ret: dod and nmlti-hM: dicappod fj-om a tjr".-.d assessment ofr^io individua 
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tr>!:il ih.'.mIs, 'DuM't' -wc I'lur' in:uc^*r steps in tlionvMk'l: M rst, an ovcr- 
\ '.)( [he ^?kili M'rvcl()]MUt.'nL is ol)t:iu\LHl I'rcjm the Cvirriculuni 

Asst'ssnu'i'.l (;ni(k-; se('(>i\il, c:ich Ib-^ major areas of interest are 
hr )i:<M> into snuillt'r rU velopniental units (von) the Cr)hi])elcncy Check- 
lists; Ihir.l, tiie siualler ([(^voh^pmontal units of int(UXiSt are then fuilher 
iV(iiiee«l inro .s^-^iuiMUiallv' .auallor steps thioui;ii task analysis; and, 
i>nirt]i, an ecliieational «^i.ieeliv(» is written and a preseriptiyo teaeliin'j; 
.'P!u-":i. h is eiM})hi'.'e:| to achieve^ this of)jeetive. Should the in(!ividual 
IV u pr<)^-vess at tho rate desired, the system pivn'ides for :i fui\etional 

•\ah-sis of all thi; variables inv'ob/ed to ju^ovide the teaeher with thf^ 
a-t.'deti inrni'nialiou {n nn^dilV the |.iroi;a'an^ 

r.o.M. lM.A,\Ni\(; Vvri'li DKVKLOPMKM'.XMA' DISAHI.Kl) PKUSDNS - 
l^.'ter lUvats and i;.)f)e!'t A, Sernt. This is a I'ive-session training' 
]-.ro^rae'. '-.i i^ie prfK'edurtv^ involved in developing' an indi vidual i/.od 
prourai^: id 'The handheok for learners is vei\v well wi'itten and easv 
i'l -.Mide/vaaiid. It orti:jv^ vei".- simple aUonia.ti\^c;s for rc^conl-keepini^-. 
The entire pa('Ha'..'e ean be nrdi.^red with an Ass oeiale InstructorVj Manu al 
: ^ ^upc v v [ ^^r' /_Ma ! V I ; d on evaluatinu' i ' in.s . Idiere is also a cassette 
vdiieh v\ i: ' - lo a'.i^anent the instmct(M'^s efforts. 

inr;-' < ^{dC. ,.\M V' \NN1\*G - Kansas State Division nf McM^Ld 
lleaith a -o ...^-'.t'., '>i.. 'Ihis i^; a train ini;- pro^-ram whicli is desii^tu'd ^ 
p. pr-seii f an! ia;r lU: 1 i: <"doi>'i(:'al |,)reeepts of tin? IPP and then dis- 
eviss i!nplr.a^..eni ^.i^^n and v.*''i;d !■ - throUL;]i a treatir.ent ti^ani, includini; 
^'laiiqiies an-1 proeedu:\'S. Tluv\ ip a packaL;^^ of ( vidi tapes 
.1 (■ 'Ileeii.ai 'M" written nrih^rials I) a ^^-ment the iap'\s. ) iie ind'^ \' 
^>d":'t :; of the pr'iorani include: 1) an overview t^f indi vidiiaH/,ed 
I I' !;-■: 2) prooa'aiii '"^orflinat ion .mkI fainilv invt)P/«anent; IV) tea-^ 

^■'^'■^■rpis ai,d 3'trateu,-ies; I) ( ::riieal a.ss(^ss^l(Mlts; behavio ral ;issgss- 
menls; v/ritiu'^ of)jnctivcS; 7) da^a, collection- 8) teachin:; stratc^nes; 
vrd !0 revii'V, and revision of uljjectives and pro gram placci-nents. The 
".':ra!;; ^vas d siL;'n(!d to present in font^ah'nn to reflecf uati(.MUii acen'-d-^ 
iandards (JCAfl, CARP, etc.) aJid P. 1,. IJ P-J 03 (the Dovelop- 
leiilal DisabiTdes Act). Idies'/ tapes are 'Vqi"<'ted to br* available IV)i' 
• '.^ in Jaiuiar\' 

TdLMXdNG ?dANPA[. ioli SKl{\drj': ldv< )VdI)PHS - Kansas State 
.)i\asio]» of Mental Ilealtli and Ivcta^xJation. Tl^.s manual was dc\siu,*fied to 
provide staff with sonie basic infornration on providin^:^ (juality services. 
Idle numual does no( ])rovide indc^pth tminini>; in any an^a: rather, it 
provides an nvc^rall philosophical and procedural .li.'uido v/aich si :<ul i serve 
as a slai1-in,L, point for an a.i;cncy\s hiserviee prr. - ram. The p' ^>sop}iies 
(U' normalization, the developmental model and i: iivi iuadon vun throu^ii- 
out the ten chapters. The chapters contain infori/iati^Mi on: I) eriologaes 
of (irvoloiunontal disabilities and '' o current federal and slatf> (Kansas^ 



iulministratioit of the (lcvelo]iiuental (lisubilitics program; 2) human and 
lei-al rit;'hts; '^) philosophic: rscwico delivory; -l) diagnosis and cvalu- 
nli \ (assossment); 5) im.fividualized pliuining; G) systematic learning 
(hciuivior nianagom(3nt); and 7) comnuinity rchitions. In addition, the 
hist thvcv chapters deal with providing s(»rvices in: 8) residential; 
?) .idult (hiv ti-aining programs; and 10) child chiy training programs. 
Kach chaiucr contains a list ol* suggested readings for further informa- 
tion i>n thc^ content (hscusscf! in the cluipter. This manual is expected 
[() \)c made availaf>h' I.)v i\^l)ruarv' 1 , 1977. 

rWK lAIIM.l-^ VnN^rATiriX COMiMTNITY AND IIOMK UE.-KNTHY - 
Itli laternational CVmiiatcss of the Intcnial iona] Association for the 
Scicntinc Stvidv oT i\h.MUal F)cncicncy, hv ^1. Fi Walsh. Au^gust 1!)7(;. 



Laws and Resulations 



PAUL FRIEDMAN 

From a lawyer's point of view there wasn't an area called ''mental health 
law" or "mental retardation law" before tJ^ie 1970's. Judges iind le^^l 
scholars paid minimal attention to how people ^ot into and out of institu- 
tions, but virtually no thought went into what happened after the doors 
of the institution closed behind a person who had been committed, or ad- 
mitted, or what services these people might be entitled to in the com- 
munity. It would have been fair to say at the beginning of the seventies 
that mcntallv retarded persons, like other underrepresented and power- 
less minority groups in our society, had virtually no rights at all. A h t 
of institutions were so severely understaffed and underfinanced that 
people weren^t even safe in life and limh. They weren't protected agai.ist 
harm, let alone given some kind of affirmative habilitation program. 
And in the community mentally retarded peryons were denied a whole 
gamut of basic rights and privileges that other citizens in our society 
enjoy. There was a kind of blanket, stigmatizing presumption that rien- 
tally retarded persons were incompetent to vote, to drive, to get insur- 
ance or to be educated. There was a unitary all-or-nothing notion of 
competence which the legal systerti had adopted. The legal system, with 
its rules and prii ciples, tends to lag several years behind professional 
understanding of new models for delivering services. Even now% some 
of the modern notions about habilitation, nomialization, deinstitutional- 
ization and professional competence are only beginning to work their way 
Into law's and presumptions in the legal system. 

Over the last five years or so, two important trends, or movements, 
have merged. As a consequence, the area of mental retardation law has 
assumed a great deal more importance to judges, lawyoj-s and to the 



cMiuminitv. Mentally roMnlo.l i)ei'.soiis now have a relatively different 
'leual .status liiaii tiiey did before. One inov(;nient involved civil ri-iits. 
■|"lic mentally retarded c:\mv in as a ininority <4Toup, and what's happened 
is thai it has been a land of sysleraatie test ease canipai<;Ti, along with 
other strate.i;ics, to try to articulate and iniploiient the rigiits of this — 
rather powerless, undo rrep resented ^roup of people. At the same time, 
mentallv retaVded i ersons, their friends, families and advocates have 
tai^en tiieir place in tiie general consumerism movement that we iiave 
seen in other arenas, lii^e product -safety, tiie environment and general 
healtii. Mentallv reUirded persons and their families arc now seeing 
tJu Miselvcs as tlie consumersj of S(M-\ ces which should meet cortiiiii 
standards. They are learninl;- to assert their rights to these services 
r,,uier tiian seeing tiiese services as sonieti.ing they have to plead or beg 
t<-,r. like, an alms-seeis-or. ydvices are no longer viewed as something 
r'nat might be l)estowed by the superinten t of a school, or a legnslature 
i 1. its gcnerositA-, but tiiat faniilie« don't ..ve.any legal right to. 

The begimiing of tiiis change came in Uie right to education :md 
right to treatment areas, l <)7i a vei-y courageous federal 
judge in Alalja-ma, Franlv Johnson, ruled for the first time that persons, 
who are involuntarily confined in Alabama's institutions for the mentally 
ill and its state institution for the mentally retarded, Partlow State 
School, had a eonstiUitioniii right to treatment. And that was the first 
time a federal, or for that matter a state, court had recognized the 
cMistitutional right to treatment. The mental retardation aspect of tiiat 
■:ise was decifiod on tlic theorv ti)at persons confined at Partlow State 
Sfh'.ol had l-jeen d-prived of a basic constitutional right to libeiy, and 
the due pi-ocess clause cnme into play. The due process clause says 
that no one shall i-e deprived of life, liberty or property without due 
process of law. Of course, the Constitutie-i nowhere .speaks directly 
al-. Hit tlie rig-ht t" t reatment, hut the right to treatment was constructed 
.;ut of ilu- due process guarantee. The court then held that residents of 
• ■■■ Mat;ania menta! retardation institution system had not committed 

■ 'V rriir.'-, were gxiiltv of no ant!-soci:a conduct and hadn't even l)een or..-, 
v,-!:!: tb.e -jsual pro-'C'iural • ■ rovo.<=s saf(!guards available ix) persons in tiie 
criminal svstem.. To c- ;ine tiiem without meaningful programs and 
-lervices designed to give a reah'stic opportunity to learn those siulls 
i-crc'ssarv fnr r::lun! f-^ thi; community wouhi amount to imprisoning them 
'o.iliirKit due proee-.s. And, llier for.-, the court h.eld that there iiad to !-.■ 
.-;r,vne i-:ii,(i of mher puqiose of quid pro quo in exchange for the deprivation 

■ iihertv- ''hrn vt-rv e:T.cit!ivg process l)egan; a process which gave 
li'.r abstnet n.. • f a rigl-.t > treatmen' ^i^ij^litation some sjxjcific 
."' ,;i;'eui; , - 11,, riic court held several many-day hearings ;md ex- 

fi ,j!\.fe::.^ional and consume r groups , including NAUC, 

\ \ - ]\) i;;ie .Vi: viean } 'SvcholMgi cd and, Xm- rican < )it;n,n v(Ii':iti"i c 
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Associations, cani(» :ind i;:ivo oxp(»rt tostiinoiiy. Soiiio of the most power- 
ful tostimonv, ;iiul il was the be^iniiiiiL'' of luy education in this field, came 
fiT)m people like C.uiMKir Dyhwad, J>hil Koos and Jim (Uonients, wlio 
had to start from seratch and educate tlie couit by dispcllini;- a lot of myths 
hold by la\y\^ers, judges imd other members of the public about mentally^ 
rctarrled persons and what might 1x3 done for them/ This education process 
eventually resuiiod in the court reco^iiizini^ that with active pro^Tammini;- 
people could be moved out of institutions, back into communities; that 
their functionini; could .i^Tcatly improve. The court also learned that in a 
custodial instit\iti(>n, without some positive efforts at pro^a\ammini,^ and 
an individualized :i;i])roach, the functionini^' of the residents would inevit- 
ablv detcvioraie, :i!)d they would be harmetk 

I remember vlunnar Dvbwad ex]>lainin.^' to the court how, after tourint;' 
Partlow Sta.e School and r(nie\ records, he h^d seen many residents 
who had kn^ n how to wall^ and had lost their walking" skills, or who had 
known hov o talk but had stopped talkim;'. There was no stimulation to 
encouraiAV leamini;-, and residents lost basic slulls instead of Icaniini;" 
"new ones. 

Out oi th.e AlnJ)ama ease camc^ a whole series of detailed stancUirds in 
three i^eneral areas. T]\i.> rvj^ht to treatment was S(;en as involving; an 
aderiuate suiff re])ivs(Mitin<': different traininu.' :mci different skills and in 
nu.in})crs lar<;e enoui^ii to assure some reasonable likelihood of interaction 
with all the residents. 

A S( rond area had to do ih th|.' need for an ind! vidualizc^<l treatment 
plan and pros^ram for e resident. 

Finally, under an umbrella con ept- -that it WMsn^t really possible to ^ive 
adequate habilitation without a hum:r/ie, psychological and physical envi- 
ronment - the couil onkired basic nutriti^ ••a] staJidards, physical plant 
standards, the rii^ht to privncy, the ri^iU to .ii:ct outside and have' exercise 
eeitain numbers of hours each day and s-- i<>rth. Thcsc^ standards hnve 
boen picked up and m.odifierl as appro]u-iate in a fUrmUn- ol other cases 
around the countrv. The Wyatt case is a prototyT)e or model like other 
cajes in different .Lrear. There arcs in process now, maybe 20 ri^^ht to 
treatment cases around the country', and we have either consent judi»inentr> 
or court rulin^^s s'upportinj? a rioht to liabilitation in a number of states in- 
cluding^ Massachusetts, New York, Nebraska, Minnesota, T cxas and Ala- 
bama. 

The Wyatt case was followed by a verv in^.])orta»- case usim;- a slii^htlv 
different theon^ in New York. Shortly after Wyatt was decided, lc^?al 
assistance an-i civil liberties lawyers in N ' Vork, workinL^ with the state 
association for retarded citizens and sor: in vldual clients, filed suit 



in the '^Villowbrook^^ case in Now Ynvk ( New York State Associp.tion for 
Kotualod Children v. Carey ) mid that case has had a different, very sig- 
nificant develo]imcnt. The jud^'o initiiilly was skeptical that mentally 
retarded children would have a n^ht to habilitation under the Constitution. 
The reason tor this was, lie said, ^The reallt>' is that as bad as the Willow- 
brook School niav oo, there is a waiting* list ten years lonj^ and parents 
and Iheir ehildrcMi are u].. rhero are really no alternatives'; t^at^s 

why the pa;v :md their children <ipt in line for admission. Now how can 
we fairly sa iI'jU these people are bcin^' involuntarily deprived of their ^ 
lil)ert\' bv the stato?^^ Tliis was a very- disappointing initial ruling by the 
court that came on plaintiffs motion for protective preliminary relief. 
In most of these cases, to be good test cases, tliey should be brought 
where the facts are most striking and where a court can be motivated to 
lake the rather exceptional action of I)ecoming involved and beginning to 
take up some functions that really tTie administrative branches or the 
lei;islative brandies of govenimcnt should be performing but for some 
reason areu^t. So, in most of these cases there is usu^dly an early 
motion for preliminary relief which wouldn't be. as extensive or complete 
as the ultimate relief which plaintiffs are seeking from the court but 
would safeguard the physical safety of residents at the institution while 
litigation goes on. The plaintiffs cimc into the Willowbrook case asking 
for some basic improvement in attendant level staff, the fire safety of 
the building, etc. , and that is when the court said, ''1 can't give you pre- 
liminai7 relief because Tm not sure you are going to prevail on the 
merits. And the reason is, it seems to me that these people are really 
here on :! voluntary' status.'^ 

Fortunately, by the lime the case ended a year ago, the court had been 
convinced otherwise. The case was actually settled with a consent de- 
cree that was ratified by the court. A success ftil strategy was to con- 
,hc court that even under a lower standard, a protection from 
I. andard, the residents here had basic rigjits and that from a func- 
t. ,.oint of view the kinds of relief the court would have to order un- 
der protection from harm theory would be more or less the same as 
what other courts had oixlered in .>ther places under a right to treatment 
theory. 

What the court said in Willowbrook initially was, ^'I don^t know whether 
[hero's a right to treatment, bui I do know that when the state agrees to 
tike custody of ment.'illy retarded children then it has to gu-.rantee them 
at least the same kind of minimal, safe, humane environment we give 
prisoners. Otherwise, that would be a gross violation of equal protection. 
At a minimun, institutional residents are entitled to protection from harm, 
;md the strategy used was to again bring in distinguished experts from 
around the country to convince the court of the fact that if there aren't 



various kinds of affirnKitivc in])ut and sci-vices and spiffing ratios tlicre 
will be (letorioratic)n. By the end of the full-scale liearini;' tlio couit was 
convinced and was pleased to affirm a very detailed consent jud^*ment that 
was functionally a^^out tlio same kind of jud^'ment tlie court had issued in 
Alabama under ;i ri^vht to treatment theory. 

The Willowbrook case is pai'ticularly notai)le I)ocausc tlic r\<^hl to protec- 
tion from Iiarm tlu'<)ry applies to :l11 residents rej^ardlcss of status; re- 
L^ardless of whether thcy^rc labeled voL*ntary admissions or are seen as 
persons involuntiirily committed. Tliorcfore, the [30^cntial rani;-e of tliat 
decision, its impact, is t;'rcater. — 

At tlic same time, there has Ijcen an attempt to convince the court tliat 
however volimtary those admissions were from tlic point of Wew of the 
parents, tlicy oui;*ht to liave the same due process rij^ht to treatment as 
other persons involuntiirily committed. 1 he court, in its final order, 
nave tlie residents all tlie relief they would be cntitlecl to umlcr either 
theoiT. J 

Now thaTs historv, and wv can t'»lk about some siL;iii ficant current events. 

There is a major effoil in tliese institutional cases to neither le<;1timatize 
institutions nor to undercut cffoits at deinstitutionalization whicli would 
pro\ide a full rani;'e of services in . the community. I was having lunch with 
someone wlio asked about this and was very concerned about the effect of 
tlu3se cascs--that no matter how well intentioncd the people were in brini;- 
ina: tlicm~-thev would inevitably force stiitc resources to <;r) to ir/stitutions 
to brim; them up to minimum standards and therefore take away cncrg>^ and 
resources from the efforts to provide treatment in the community. 

At 1 artlow School there was a number of nct;iii;-ent homicides from dwvj; 
oveixioses K>ecausc no quo watched the medication, deaths by scaklinL»- 
water in the showers, people [getting injured in fires, etc. , :md one had to 
first try and make these buildinijs safe because, in rc:ility, people were 
goini; to live there for some time. Th.o principle of least restrictive al- 
ternative was mentioned in these eases, but it vvasn^t the focus. 

A case was filed almost four years ai;'o in VVashinjjton, O. C. , called 
Dixon v. Wcinbcrirer which tried to talce the right to treatment one step 
further. That case is about the situation of persons confined at St. 
Elizabeth^s Hospital in Washington, which is mainly a facility for the men- 
tally ill, although there are a number of mentally retarded residents as 
well. The staff at St. Elizabeth and N|MH conducted a study whicli sug- 
gested that somewhere bet\vecn GO and 80 percent of the residents would 
do better, from an hat^ilitation or therapeutic point of view, in some kind 



of less ivytrictivu t;i(.'ili(y in (lie (.•oninuinity. Tlio.se ru.siikMits li;tvt> ham 
kept at SI. i:ii.,;i!i.'Ui's Hospital Ixicansu tliure simi)ly aren't enou-li pro- 
orains m. t'^" D. ('. eoiniminity to whieli they could be released and Ik;- 
eause le! il rehv'.Je with no followiii) services ( "dumpini;") would Ix: equ;jl- 
ly or peri .p : ,,,ore dann-erous to tlie rot-idents than continued eonfine- 
laent at St. Kli/.alK^th's Ilosintal. 

The l)i>;on ease was brou-iit uniler tlie thef)^' tlial residents liad a ri-ht 
to Ireatnient, w'hloli was not limited to treatment in a speeifie facility, 
oi- settin--, but included the kiml.s of services th.'U would be appropriate 
to each person on an individual basis, if (hat nterait livint;- in a f^-roup honi 
or foster home anil Roini; to tlv ■v-i l '" school system, or if it nu.>ant liv- 
ini;- in some kind of a stnietur^ 1 ;,p;r 'ment situation ;uul -)in^■ to vocation 
al rehabilitation in the i:oi-nr i!y, or livin-' in tho -omnumity in an inter- 
mediate or skilled uursii, ■ ' 'hMt's tl,o kind of t< atment these per- 
sons Were Icigally entitled [ 

In Washin-ton, I). " (>ens to i)e, as there is in s. .. ral slat.^s, 

a statute which provide ; a n -iii lo treatment. A eoui-t i-ulin-- last y.vrr 
broadened this statutom- ri-vbi !o ireatnient to include trealment in a 
c-on.numit>-based faciV. , .here appropiiate. Wi ther we will ultimate- 
ly be successful iii iTeDle^ L^ntm-;- this decision is still an open question 
and that is the sliekie. ' oart of all of these ca.ses. Lawyers really (k)n'i 
iiave the special kind of trainin- or exTXirtisc to do eommunitv' orsaniz- 
in-j; and political lobbyino- :md the followaip to nuil^ie some of these vcr^' 
importimt le-?al decisions Ixicome a reality. For tliis lawyers have to 
work with the managers and tlie consumer groups, ami we luive ro fin(J 
structures to monitor ;uk1 enforce implementation. Some structures 
are being experimented wiLli around the eountiy— thing.s like the human , 
ri-hts committees to review and monitor implementation of Judge Jolm- 
son's order in Alabama or Judge Judd's order in Willowbrook. In Waah- 
imrtftn, D. C. , we now iiave a master to study Uie scliool svstem and 
re^ommend4)asic cnajigcs l^ecnuoc tlie H.C. -overmndnt didn't respond 
to the requiremcnks of the court's oixler in the Mills riglit to education 
ease. , 

Other recent dcvelopnv-i'ts in "ruiht to trea.tment law involve a veiy good 
right to h..!)ilit:ition aeei.sion m a Minnesota ease called Welsch v;. JJkms 
The decision came down in 1973 and again .set staffing ratios, require- 
ments for individualized eraluations and program plans, minimum pin si - 
cal plant conditions, e.te. Some of these req^iirement-; were complied 
wath, and others, especially the st.affing reiuire. ..nts, have not been 
eomplicd with in the two years since the decree. After giving the stiite- 
ofneials ample time to come into conformrmce, the court took a radical 
step recently and enjoined all of tlie hiring and tiseal eontrol stitiites 
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t-l-Kir (-very stjru !klS f.-r mstancis "thiit" tjv..- (.•(UMiiussiouf )• of Mental 
Ue;iltli shall hire no more jjcvrsoos than are allotted bv the le.L;islatuire ■ 
in anv ef the i:.->llo\viiv-i- cate<40i-ies, or shjdl S])om\ money only up to the . .j,crut 

liiu> auiount bud^-ete'.l for in tlie most recent inidgct lUid only in the cate- 
-■ories'c.>nsidcMV<l. " This is an exainple of the court t:U<ins extreme 
action to ti'V and .^nforee its constitutional riglits decree by telling admin- 
istrative officials chat they should >j,o al'.oad and hire and allocate resources 
above an.l beyond what the legislature has called for. These statutes are 
.)bviouslv necessary for state administration ':md not unconstitutional in 
and of themselves, bet they are unconstitutionid insofar as they prevent 
the implementation of a tlecree that a court shaped after it iiad found a 
violation of fundamentiil constitutional rights. Needless to say, the State 
of Minnesota liit the ceiling when the court came down witli its most re- 
cent order, and the legislature has hired a very distinguished professor - 
of lav at tiie University of Chicago to write a brief on its behalf. The 
Suite' of Minnesota has been joined by alx)ut six other state governments 
in an amicus brief. They are arguing that principles of separation of 
pov.ers of government, of federalism and of state's, soverei.gn immunity 
it illegal for tlic court to have interfered in the way that it has. 



iKis !K-<.-n iini^Iicit in all of tiie cases tnat have been 'bTOught,. Ik- 

_^ v,itii \U-att Tiid the 1 Mr!-: cases back in 1i)71, and it wns kimi of 

inil.lhiativ ;uvJ polemically highi.ighted !r\- George Dean, lav^-cr for the 
-Plaintiffs, in rho Aiabama case. This same excuse was eoming— "Wo 
V.isi d :)n't hnvc ilie nvmev. We'd like to do better;-Kit we don't have rhe 
' .ive tr.eso people tiieir basic rights," and r;-eorge l,'e--n re- 
lic budget for the 'lext \-o;ir. lie found that there wore appn;- 
It liv's'iock collseiiTii, -j. fr-orball hali. of f;i'ne and a ^iis;■■; Air. - 
v,ith fairlv su;;Sianti;d ani'.ant:. of moiiov, an ' a White l!rMi-t> 
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There is also a strong argument on the other side. There's a long- 
stamhing tradition -in the law that where constitutional rights are being 
vir,lated t!ie absence of funds is no excuse. The underlying premise h^re c.r.ditutional 
is that wi'.ether or not the State of ATinnesot;i, in its wsdom, chooses to - rjarantoes 
run. a.menuil retardation facility is entirely its business, but if the state 
do,.^s choose: to operutc such a facility, then it must !x! operated so as to 

consistent v.itli the rights giuiranteed by the Constitution.. Once the 
.;-,vdrt lias found that constitutional rights to habilitiition and protection 
fi-'un h:i.nn liave l)oen violatf.-d, th<en the state has to decide either to put 
in the necessary finicis or to go out of the business; So -we don't have a 
situation v.iuMV the court is reallv celling a slate exiictly how to allocate 
ite fund, or whut to d.o, although tliat's the way the stato; is trving t» mrtke 
U ^"unA i!i its biic-f. It's really a sitiiation whore. the -."ourt says whether . 

th.;;-, :u!d so is up to \'0u, but if voa -io, then it has to k-e consistent 
•.■.iri: '..ii!^.kv;um con.'f i tiitionai st^mdaTxls, 



of Ihe Cnnfeaeracv, I tliink, already appropriated for the State of Alabama 
for the next voar. Tlien George Dean wrote bis pleading and said that he 
ihou-lit liis clients "would be better treated in the State of Alabama if they 
v.ore atlilutic f>r photooenie cows of Confederate ancesti-\-. " 

So (his Wolsd i case is on api^eal to the Eis^hth Circuit Court, and we're 
v.aitin- anxiously to sec how the court rules. It will probably go right 
on up to the Supreme Court eitlier way. The issue is really one of fiscal, 
priorities, how shitos allocate resources and whether the Constitution 
places limits on the othenvise free reign of legislatures to decide on fund- 
ing pnoritics rorwclfar.-, education, nighways, wars or habilitation and 
which are more important and to what degi'ee. 

Now, another case that was i.rgiied in the Supreme Court recently relates 
to these other cases in that better treatment could be given in our resi- 
.lontial facilities if all the residents really needed to be there; and one 
wa- to do that is to control who gets admitted in the first place. The 
c-ase I'm referring to is Bariley v. Kremens, and this is the case which 
challenges the traditional assumption that parents automatically repre- 
sent the best interests of their children and that parents can voluntarily 
place their children in institutions without the need for any kind of neu- 
tral hearings by some kind of administrative or judicial tribunal to assess 
the need for that commitment. There have been lower court rulings 
recently in Tennessee, Pennsylvania and Georgia, all finding that because 
of the enormous costs involved the physical and psychological pressures 
on families and the fact that a community doesn't provide ample backup 
or support, it can't be assumed that when a parent is finally driven to the 
.lecision to institutiona]i/.e a child that this decision is voluntarj^ on the 
child's part or in his best interest, hi Pennsylvania a three-judge dis- 
trict court has ruled that l^cfore a minor can be committed for indefinite 
institutionalization there be some kind of a basic due process hearing and 
that the child have a lau^yer to represent him in the process; that there be 
a hearin'-; that less restrictive alternatives be explored; etc. This de- 
cision undermines a very major legal tradition favoring family autonomy 
in almost all situatior.s. It was kind of foreshadowed by the decisions 
last term in the alxjrti'on cases where the Supreme Court held that chil- 
■flrcn wanting an abortion had a right to some kind of a hearing and there 
couHn't be an automatic parental veto. The court noted that children 
had a strong independent interest which must be att.ended to. 

Perhaps this is the be.ginning of review and reform of our civil commit- 
n^ent process for mentally retarded persons and, coming closely with it, 
a look at the process bv which we classify persons as mentally retarded 
and also the process by which we give mentally retarded persons guard- 
ians and thinlv aljout their incompetency. 
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Just verv bnotly, what soeiiis to Ix) happonint'' hero is a rethinking' in the 
law of the wny thini;s have operated for some time. We are beginnint;' to 
realize, far instanee, that classification has very important eonsequences 
for mentally retarded persona. First of all, to labeled mentpJly re- 
tarded still brings a lot of stigina and a whole series of self-fulfilling 
prophecies which caahave a very negative impact on the person given 
that label. These individuals are frequently stigmatized as in some way 
inferior. Labels tend to put s.uch value on intellectual and verbal skills 
that an assumption is generated that people labeled ^^mentally retarded^' 
arcnH really human like the rest of us. Therc^ has been a lot of good work 
done in attiicking this stereotype and in changing public attitudes. There 
have been some interesting studies recently showing attitudes in the em- 
ployment sector by co-workers towards mentally retarded workers. 
Wliere there used to be an incredible amount of prejudice towards mentally 
retarded workers, the recent Gallup study done for PCMR shows that 
these attitudes are changing. But still, there is a lot of prejudice, and 
even apart from the stigma of the label, it^s just a Lact that very impor- 
tant consequences, both positive and negative, follow from the classifica- 
tion as ^hiientally retarded. " One iniglit have the right to speciiU education,- 
for instance, or special services or programs, but, on the other hand, 
one might be denied licenses or insurance. 

Beginning in the area of education, we've gotten decisions which say this 
classification is so important we have to have due process both in terms chjor;ificaiion 
of fair- substance of standards and in terms of procedures to mal^e sure 
the label is applied correctly. There have been several school cases, 
one called Larry P . v. Riles , challenging the classification of pe^rsons 
from minority racial or ethnic groups as mentally retarded on the grounds 
that the tests are culturally or racially biased. Now, in the federal Edu- 
cation for All Handicapped Children Act we have standards that were ordered 
earlier in the Park case and in the Mills case - to ensure that before per- 
sons are labeled mentally retarded and before decisions about placement 
following from those labels are made, there be minimum due process 
procedural protections, like a right to notice that the classification deci- 
sion is coming up, to be present, to have an advocate to assist you if you 
wish, to question the label or the placement, etc. 

Closely related to this are some ver>^ interesting decisions attacking the 
notion of unitarj^ competency tliat is, the notion that mentally retarded 
persons are either competent to do everything or com} .out to do nothing, 
and also attacking the notion that just because a i>erson has been in an in- 
stitution he is automatically incompetent. That's a notton which has 
existed in the law and is patenQy ridiculous. A lot of mentally retarded 
persons do, for instance, voluntarily admit themselves to institutions, 
but in many states, as a matter of law, anyone who has been in a state 
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institution loses all of his basic rights and privileges as a citizen and is 
considered incompetent unless there is a special judicial hearing td re- 
verse that status-, wnmt's now beginning to evolve in the law is the notion 
that a person might not be competent to handle detailed monetary affairs 
but might be perfectly competent to malce personal decisions even about 
such things as marrjang or having a family, voting or driving. 

With this is coming a whole dif^rent system of guardianship that tries to 
give a person a guardianship tailored to his individual needs. A person 
who is moderately retarded but-needs some assistance will not lose any 
rights by being declared incompetent. He could be given some kind of 
advocate service he can rely on or could have an ombudsman he can go 
to or perhaps a facilitative guardianship which pi .\T.des an advisor if 
the retarded person wants it but not a guardian of the person and estate. .. 
who will have full power to act on behalf of the mentally retarded individual. 

-Just as the riglit to education in the public schools, or placement in a 
community facility', is a less restrictive alternative to institutionalization, 
so, too, is having a limited guardian less restrictive and allows for the 
opportunity to exercise autonomy as fully as is possible. 

Now there is a lot to. say about right- In the community, but I'm going to 
conclude because I Icnow time's up. Let me end with zoning, which I 
gather is an issue of some importance to this group. 

After beginning With the extreme cases of abuse of mentally retarded per- 
sons in institutions, the trend now has been to focus on the more subtle 
and pervasive, perhaps even more important, issues of the rights of these 
people to be full citizens in the community. One of the crucial areas has 
to do with zoning. 

There was a Supreme Court decision a couple of years ago in a case 
called Belle Terre which seemed to be very ominous for mentally re- 
tarded persons. This was a case in which a group of college students, 
unrelated by blood, tried to form a functional family, a commune,- in an 
area that had been zoned for single family residential zones. The Supreme 
Court upheld the right of the local community to zone as it wishes and 
said that this group didn't meet the requirements for being in a single 
familv residential zone and that they couldn't live there. At the time the • 
court's language seemed very ominous in terms oT the jight of mentally 
retarded persons to live in a group home or foster hoTne in communities, 
but I am happy to report that there's been a spate ol cases in the last 
year which seem to be upholding the ri^ts of retarded individuals to live 
in family-like situations in the community. There ^ a very good case 
recently in New York which is called Little Neck C ommunity Association 
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V. Workino- Oytianization for Retaixlcd Children. I here was also a good 
decision called Anderson v. City of Slioreview a little while baek in Min- 
nesota. There's been another important decision in Los Angeles. Tiilc- 
ing- tiic New York case as a prototjiae, the eommunity, in trying to reject 
the mentally retarded persons, made the argiiment tliat oiUy families re- 
lated by blood were allowed. The court rejected the argimient, and it was 
affirmed on appeal witliin the state court system. There was a state pol- 
icy, as Is the case in many states, that normalization and deinstitution- 
alization were to be fostered and that mentally retarded persons were to 
be accepted ag. full citizens in the community'. The court held that it 
would ^^6late state policy and constitutional rights for local zoning ordi- 
nances to be used to keej) such persons out of the community, and although 
it was reasonable, to have areas that were zoned for families, it was im- 
portant to look at the family functionally. So long as there was a sense 
of stability and continuity, rcgardloss of whether the persons in this group 
home were related by blood ties or not, they had a right to be in this sin- 
gle family residential zone. 

I haven't begun to be able to cover everything. I liave been tiying to give 
an overview of the legal rights movement. Alliiough a lot of the early 
cases began in the institutional area, the focus of attention and energy has 
clearly shifted to the issue of how mentally retarded persons can function 
and be protected as citizens in the community. The legal effort should 
dovetail very nicely with the efforts of other planners and persons trj'ing 
to promote deinstitutionalization. 



Editor's Note: Mr. Friedman has just finished an inexpensive and quite 
comprehensive paperback entitled An American Civil Li berties Union 
Handbook: The Rights of Mentally Retarded Persons which is published 
by Avon Boolcs and is available both at local stores and throu^ Avon 
Books, Mail Order Department, 250 W. 55th Street, New York, New York 
10019, at the price of $1. 50 plus 25 cents per copy for mailing. This book 
covers the full scope of the rights, of mentally retarded persons, including 
an introduction, and major sections on the problems of classification, 
overview of civil commitment, competency and guardianship proceedings; 
rights of mentally retarded persons in institutions; rights of mentally re- 
tarded persons in the community; rights of mentally retailed persons in 
the criminal process; and the right to a legal advocate, plus a select glos- 
sary, select bibliography,, list of resource organizations and other appen- 
dices. . 
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Accountability and 
Monitoring 



ED SKARNULIS 

"Watch what we do, not what we say. " John Mitchell, former U. S. 
Attorney General, 1969. 

INTRODUCTION: 

Eleanor Elkin's historical review vividly portrays the frustration of 
parents in trying to unlock the doors of institution snakepits m the 19o0 s. 
She relates how difficult it was to get information and how all of you 
worked alone or in small groups. How nice it would be if the efforts of 
those early years had brought an end to the exploitation and abuse of 
mentally retarded persons. 

But Willo^vbrook, Partlow, Johns Hopkins Hospit^il, Sunland and other 
horror stories of the 70' s remind us that two and one-half decades of 
work didn't end blatant abuse and neglect. In fact, with the advent of 
public support and awareness a different set of problems has emerged. 

New resources provided by enlightened government representatives 
have spawned a breed of service providers who must charitably be called 
mercenaries. Unctuous, glib, smooth talking-they prey on families 
who have had no help before and are wiUing to place themselves m the 
pix)tective hands of charlatans offering relief, however inappropriate. 

Tired, bumed-out ARC members who got part of what they fou^t for 
have become more concerned with preserving what they've got than push- 
ing for more. This makes recruitment for monitoring committees dif- 
ficult. It, on occasion, even results in one group of parents actually 
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(U'fcivlini;- tloluiinanizinj; coiulitions and inconipotent service ])r()vidors 
ai;:iinst anothei^ t;TOLip who arc* tiyiiiu,' to upt^Tudo those conditions anil 
remove tliose. providers,' 

Wc^ro not alone. These i\vo loi;'ical outcomes reminiscent of tlie mental 
healtli, civil ri^lits, ''War on Poverty," and other human ri^lits move- 
nients. They tell us that monitoring' is still terribly important and that 
wo need a more mature parent organization witli, a pcniKmcnt commit- 
ment to Robert Frost^s Stoppino' by the \voods on a SnowT Evening : "15ut 
1 have proni'ises to keep. And miles to go before I sleep, and miles to 
LJ.O before i sleep, " 

WHAT IS MONITORING? 

Three words will appear frequently in tliis paper. The word "monitoring" 
simply n^.eans "to watch, observe or check. " Someone acts as an over- 
seer who warns when a job isn't done or isn't done right and instructs 
on how to do it the way it should be done*- Note the dual task of both 
warning and instructing. The second word is "responsibility," by which 
we mean ". , . liable to be called upon to answer as the primary cause, 
motive or agent, , . " (Webster's), Third, "accountability^" refers to the one 
answerable for a joo not being done, the place where the buck stops* 

Thus, when w^e monitor (watch, warn and instruct), we're concerned with 
identifying who is responsible for doing something or seeing it gets done 
and knowing if it isn't done who will ultimately be held accountable . 
Remember that a ward aide may be responsible for doing a job but may 
not be the one to hold accountable if it cither isn*t done or isn't done right. 
That may have to be the superintendent or director. 

REPRESENTATIVES IN THE PROCESS: 

The most difficult part of monitoring is the need to focus energy where 
it will do the most good. For example, it would be wasteful if every^ 
local unit of NARC attempted to set up a lobby in Washington, D. C. , to 
influence legislation at that level. Instead, each local Association could 
serve on a net^vork when NARC's Washington office needs people to con- 
tact individual congress men and senators (\vhich is, we hope, exactly 
how the system of ARC units operates). The following arc some approaches 
to monitoring that have been used: 

A. Level of Power ^ 

1. Local 

2. State 

3. National 



B. l^opulation Served 

1. Private ori^iiniz; tions 

2. Public 

C. Location in Hierarchy 

1. Inteinal monitoring, e. i;'. , as a board member 

2. External monitoring, e.g. , as a consumer looking in 

D. . Authorit>^ for Monitpriivg 

1. Standard Setting, voluntary, (AC/MR-DD,^ PASS ^) 

2. Standard Setting, legal or involuntary, (Health Dept. , Welfare, 
Licensing, Zoning) 

This paper looks at monitorir^ as a "vested interest. " Consumers, the 
people who pay (funders) and Ihe people who serve (sein^iee providers) 
have something to gain by good monitoring. Whether one is employed in 
an agency, receives services from the agency or is the benefactor who 
pays the bills, a person can monitor. Too often we approach this subject 
solely from the point of view of the consumer watching, warning and in- 
structing the service provider. The consumers are depicted as noble 
souls and the program employees as deyious miscreants. No one has a 
monopoly on morally correct behavior. Many residential aides, nurses 
and administrators have been outspoken advocates for mentally retarded 
citizens, risking their jobs to bring problems to the attention of author- 
ities or parents. 

More and more service providers are willing to look at themselves and 
invite others in to do the same. Often it is a person in the system that 
exposes a bad situation. Dismantling institutions may be facilitated more 
by progressive superintendents than by demands for reform from the 
outside. (The Macomb-Oaldand, Michigan experience is a good example. ) 



'^ Standards for Community Agencies Serving Persons with Mental Retarda- 
tion and Other Developmental Disabilities, aiicago, Illinois: Accred- 
itation Council for Services tor Mentally Retarded and Other Develop- 
mentally Disabled Persons, Joint Commission on Accreditation of 
Hospitals, 1975. 

^Wolfensberger, W. & Glenn, L. PASS III . Program Analysis of Serv- 
ice Systems. A Method for the Quantitive Evaluation of Human Serv- 
ices. Field Manual and Handbook. Toronto, Canada: National 
Institute on Mental Retardation, 1973. 
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Tlu' pc'i.plo iiKist coiu'criKHl witli monitoriiit;' sboiiUl be tho c-onsuniors of 
tlu> service. Consumers iiicliulc mentiilly rotiinleil iiorson.s, the "primiiry" 
c.^iusimiers, or his parents who also receive services but are "secondary" 
conr.uinicrs since the help f^iveu-tlTem is almost always a way to help the 
rctanied adult or clilld. We s\^oul(l include in this eateu,ory consumer • 
representatives, such as courts, citizen advocates, ARCs, etc. They're 
also concerned that the interests of a mentally retarded citizen are 
su to 'guarded. 

in an era of " ta\i)ayer's revolt" it would be naive to if^iiore tlie public and 
private fundinf;- groups who increasini?ly want to participate in monitorins^. 
These are not our adversaries (idthougli Ihey may have been viewed that 
way), I'uit partners. Wouldn't it l)e interesting to see the reactions of 
jieople if our press releases took a new approach, devoid of the predict- 
able demand for more funds for more services? We could join with 
people who provide financial support for our programs to move beyond 
quiility to fiscal issues as well. Are schools tliat put all handicapped kids 
into special education cost-effective ? Can we afford two'scparatc sys- 
tems, institution and community-based? Who- is responsible for re- 
directing funds appropriated by Congress away from deinstitutionaliza- 
tion toward bigger and better institutions ? Do monolithic agencies 
established to serve several disability groups achieve that goal? (Many 
times we fincKprograms helping one group at the expense of another. ) 
Is Developn^ental Disabilities working? Wliy or why not? 

Private funding sources, such as United Way, need to be told how ef- 
fectively their money is being used. Far better for us as consumer 
representatives to lead the way in analyses than for them to make assess- 
ments based on incomplete data. 

It is easy to monitor agencies that have clear-cut responsibilities. For 
example, one agency, in a defined geographic area and clearly desig- 
nated as accountable for all mentally retarded citizens of that area, can 
develop a system and be accountable for: 

• coordinating their own or other agency services; 

• monitorinq; tiieir own and other agency services; 

• backup or filling gaps. 

This is usually not the case, however, and many agencies may share in 
serving mentally retarded persons. Generic agencies like the "Y/^ Boy 
Scouts "and others need much lielp to understand how to be most effective. 
Once educated they can become vei^ skilled at overseeing their own oper- 
ations. 
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»M1()\V TO" FOll CONSIJMKHS: 

What follows is :i simple listing' of ways tliat consuiners, tunders and 
service providers can monitor themselves or others. Some safeguards 
should he mentioneil. Please don't deny service providers the same 
riiA'hts you safeguard for mentally retarded persons. Monitoring need 
n(^t be an adversary procedure. YouUl g*et far more cooperation from 
people if you bei^in by assuming good intentions rather than evil. Often 
the "watchdog'* approach to monitoring dej^cnerates into a Machiavellian 
approach with the rights of providers trampled on to help mentally re-- 
tartled persons. Surely it is naive to believe that we ever gained -rights 
for consumers by denying them to others, it does matter that a resi- 
dential employee has inadequate fimds to do the job properly. It Is 
importimt that in a public condemnation of a decrepit residential program 
credit be given to Uiose who tried to change it. Assertiveness, yes. 
Incisive questioning, yes. Seeing before believing, yes. Facts and 
doeumentatron, yos. - But subjugation of one group for tlie sake of an- 
other, no. 

Thus, carefully select your committee members. Be sure they know 
whose needs are to be met by their work on the committee; those of the 
mentally retarded, not their own. 

A. Be in a position to influence others. 

1, Form agency boards/advisory committees. 

2. Represent your agency in standard setting groups; e. g., United 
Community Service, D. D. Councils, etc. 

n. Insist on written contracts for services provided. This should 
include agreement on the nature and quality of services. , 

1. Participate in established grievance procedures or propose them 
if they don't exist. 

5. Gain representation at all levels. For example, an ARC member 
at every facility or on a program advisory committee could help 
ensure good programs. 

B. Ad Hoc Participation. 

1. Lci^siative hearings. City Council meetings. County Board 
meetings. 

2. President's (Governor's, Mayor's) Committee on Handicapped. 

3. United Way ¥und Committees 



I. I'illo XX I'lihlic llt';iriii'.i,s. 

AcHTcHlit'ition Council for Soi-vicvs for MciuaUv Rctanlrd ;inii 
otlicf DevidopnuMitally Disahlcl IH-csons (AC/MK-DD) pulilic 
ineotinsAS -- DcvoIopnuMital Disabilities Croup. 

('. i;st:al)lisl) ( )nibii(lsper,soii positions. 

I). i-;nsure distribution of voliinLoor forces throui^li: 

I. Speviali/.atioii (somebody witli skills in i"inane(\ rcsidtsnlial serv- 
ices, education, etc.) 

■2. Division of labor. People at national levels (NAUC) intluoneinK- 
Accreditation Council for Services for Mentally Retarded and . 
Other Developnientally Disabled I'ersons, Devclopnieiital Dis- 
abilities, federal legislators at thatdevcl; state AliCs at the 
next level; ajid your local ARC at point of service. 

•l^raditionally consumers who monitor are viewed as "troublemakers" or 
people who look only for problems. This leads to resistance by those 
bcinu,- monitored. If this resistance is innocent, your positive comments 
about Vhat you see that is good should serve to reduce the barriers, if 
it is resistance designed to hide intolerable conditions, the booklet by 
Bot^clan, Observing in Institutions , should be helpful. 

f)ne last comment on residential monitoring by consumers. ResidontiiU 
''■sei-vices are often viewed as the most simple to provide. After all, 
"everyone lives in a home. " This simplistic view may get you into troubU 
It's easy to look at the cleanliness of the residence and not the way people 
relate to each other. Parent complaints about missing socks In the 
laundry take on exaggerated importance, and the quality of social life 
becomes diminished. The temptation to^eeommend bulk food purchase 
and turning off lights to save money becomes irresistable, but often 
ignores realities like the exposure of residents to community by buying 
at the local grocery store or the insignificant percentage of costs saved 
through such efforts (personnel almost always accounts for 7r/;<' or more 
of the costs). Encouraging providers to go pick up a donated pool tabic 
may be unrealistic in view of inadequate siaffing levels. 

"HOW TO" FOR FUNDING SOURCES: 

Whoever pays the bills commands a lot of power. You have a ri glit (and 
responsibility) to k-now why a service is provided, how much it costs, 



^Bogdan, R. O bserving in Institutions . Syracuse, New York: lluni;ui 
Policy Press, Syracuse University. 



ul,.> .l.Kv, wl:al. I" wl„„„, ulu'ii, svl,.,,.-, ""'^^ ,vliV. Vnur inc'lu.!.. 
policy maUitv-;- :'uUi,>,.^,v ,ni I'-'-nM,^^ .iulli"^'>l.V I,, or fiiv Hu- c>^rvu\Wv 
omvvv and c Ic^J lin^s of :'''""'>'itv M'^'' '■''^l""V.sibil ilv • 'Hus c.;,,. 1h' 'lone 
t.li roil nil; 

1. I'iseal. ri'l'^'i'iistral'^'^' I'Voi',!"^'" '''"''(•'^ !x)t.li scIkmIuI,.,! :,iuI 
iinpriiinpt"' 

l.TNM)KT, c;oiiSult.'"its hi^.,,,i l)y IxviiM. . 
1). mtt-ni;'! - Auditor I'^P^n-tin^- ropT^-^'"'^*-'^'''^'! on l)ro- 

2. Ilirin- ')f ^" ''n,i,,Mlspt-'^'^"''i oiMc;-'^^ '"'^''^^^^^^^^^ 

:5. Consumer .t;rou,, |i,.,i.sons (c:o„sLini«^''' '^'^ lx>arcl, ^'I'P^-^U prucdun-sK 
1. lUK'ondnu' ■•' toui- ,aii(lc.' I'or tlii^. ,,,j,c!nf'\-. 

5. Insisting on rt-ui^,i;ir l'"^^''-' •nocti""''^' 

(i. CaUlin-^ I'f' 'VloacI board, j^-u'tive nienihors on ^ 

hojKu'arvj l>^:^rrlv^. 
7. \V;itchiiu;- f^L't for nccountant.s .vlu- ^'"'^'^ t-^ko vacnfmns. 

"KOW' TO" FO'^ yiCUVlCI'^ Pl^OVii3|.;nS: • 
Be visablo and undefended. ^^ox,,^^^,\yir that consinii^'^'s c<-ui help you to- 
accomplish c^t^als can't othoi>,^i,o acconipii^,,. They can speak out 
without fear of rccri„iination. They ^'^^^ great inHuonce with fund- 
in- sources, P^irticunrlV P^^^^'c. yVHcn progruni sUiff nuil<e mistal^cs, 
as'thcy will, Knowledgeable consu^icf^'' ^'^^ Put errors into perspective 
for the news media for other p.^j-ents. To aecoiiM>t'sli an open scrv- 
. ice system requires. 

A. Consumer participation (Ix^th cU*^"^^ Parents). 

1. Individual \vrit-tcn contrr^ctS '^^^'^'iccs to he provided. 

2. I-aollit>- or program advisory counoiij,^ 

• ' 3. Area, dep:^rtment or division ^^'ministration advisory councils. 
I. Agency or executive lev^.j administration advisoi-^^ councils. 
5. Cloverning ^oard membership ^^Msory councils. 

B. Eneouraffins external i^^onitoring- 

1. University' practicum students. 

2. .Volunteer involvement, jnclu^inS AUc liaisons, 

|.)8 
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3. Citizen advocates. " ^ 

' 4. AC/MR-DD, PASS^ FUNDET, etc. 

C. Mandated internal monitoring. 

1. Visits to residences by all levels of administration 

2. Clie'nt/parent grievance procedures. 

' 3. Internal affairs committee to review allegations of misconduct 
by stai. ' make recommendations to management. 

4. Built in safeguards against abuse or neglect, c. g. , st^ff 
rotation, regular personnel evaluations, mandatory training,'* 

'personnel exchanges with other agencies, mandated vacations 
and relief to prevent burnout of staff. 

D. Meeting legal requirements. 

1. City inspections - zoning, health, fire. 

2. Welfare licensing, heal'th department regulations. 

3. 'State m^iital retardation office regulations. 

. 4. Local, statp protective services regulations. 

SUMMARY: . 7 . 

ARCS have historically advQcated for the rights of all mentally retarded 
citizens. Sometimes they met resist^lnce from the service providers 
or had to fight to obtain funds for needed services. The funding sources 
have liot always responded kindly to such efforts. ^ . 

"■ \ 

This paper has tried to illustrate^ that natural tension which exists among 
service providers, funders and consumer groups may be either beneHcial 
or- pathological. As long as all groups agree to focus on mentally retarded 
persons, we'll stumble througji our differences and work together. This 
is called looking at the product rather than the process. A few- years 
ago I watched a* courageous group of counselors, ^vocational and residential 
employet^s try to get their administrators to stop an employee frpm 
physicaUy abusing the clients in hib^ residence. The administrators as- 
tonished these advocates by refusing to intervene. The reason? The 
administrators were piqued because their fellow supewisor (\vhose re- 
=;ponsibility it was to monitor and prevent such abuse) was pul)licly 



Residential Services; Position Statements of the National Association 
for Retarded Citizens . Arlington, Texas: National Association fo/< 
Retarded Citizens, October 1976. 
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embarrassed by the group's revelations. They were more concerned 
with process than product. 

As consumers, providers and funders let's join together to keep each 
other honest. 
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Public Institutions 

Elisabeth Ludeman 
Developmental Center 



GEORGE F. GARLAND 

The Elisabeth Ludeman Developmental Center is part of the Illinois De- 
partment of Mental Health Developmental Disabilities and is accredited 
by the Accreditation Council for Services for Mentally Retarded and Oi.her 
Developmentally Disabled Persons (AC/MR-DD) of the Joint Commif.sion 
on Accreditation of Hospitals. ^ . 

METHODS A.ND CRITERIi\ USED TO DETERMINE ^NDIVrDUAL NEED 
FOR ADMISSION: ' - . 

During the past several years .the system for admitting a client to a state 
residential facility in Illinois has gone through considerable change. In 
the early 19S0's referrals were made through many avenues directly to 
the state facHity. During this time there were lengthy waiting lists and . 
a three toTour year waiting period before residential services could be 
■ offered to th . client in need. However, 'this was partially due to the fact 
that th^re were only two state-operated residential facilities for the men- 
tally retarded in Illinois and very few community based programs. 

In the late IDGO's the Department -^f Mental Health adopted a "zone con- 
cept. " The state was divided into eight geographic zones. Each zone 
was administered by a zone director and had the responsibility' of seeing 
that appropriate services were provided to clients in need within the 
designated geographic areas. Introduced within the zone concept \vas the 
beginning of a "case manager" system. This permitted rrfcrrals for serv- 
ices to be made to the zone director. The referral information was tlien 
passed on to the general office, where a central waiting list was estab- 
lished for each of the facilities providing residential services to the mentally 
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retarded and mentally ill in Illinois. The ease numai^cr within eaeh zone 
would attempt to diseuss tlie individual needs of the client with appropri- 
ate personnel and family members to determine the best programs avail- 
able within that zone prior to maJcing a referral to a state residential 
faeilit\\ hi the early 1970's the State of Illinois was reorganized into 
seven re<j;ions. The regional organization was a modification of the ^'zone 
concept^'; an added feature of the ^^region organization^' was that all state 
agencies would recognize the same boundaries in providing services. 
For tlv^ most part, tliis has been done, which allows agencies to work 
more eifectively together in providing services to clients. 

I 

The Chicago Metropolitan Area is one sendee region, subdivided into 
nine subregions, each of which .serves a specific geographic area. Each 
subrcgion has services for both mentally rctiirdcd and mentally ill, which 
provide for better monitoring and foUowiip of sendees. 

^Another aspect of the region organi/alion was the designation of an indi 
vidual within each region whose responsibility was to see that services 
were provided to the developmentally disabled. This has helped a great 
deal in pinpointing specific service needs in each region. 

IXiring this time, in the Chieago area, a central referral agency was 
adopted, this teing the Illinois State Pediatric Institute which is now the 
Illinois Institute for Developmental Disabilities. This facility would 
screen and complete comprehensive evaluations on prospective clients 
needmg sendee in the Chicago area. 

After the initial screening, the InstiLutf would then contact the appropri- 
ate state facilit\^ for possible admission. It was soon recognized, however 
that it was becoming increasingly difficult for a single referral agency to 
operate effectively. TJiis facility was having difficult^' in handling the 
large case load and was not able to effectively utilize the number of com- 
munity services .which were available throughout the Chicago Motropoli- 
tan Area. 

In 1973 tlie Department of Mental Health was able to abolish its waiting 
^4ist for admission to state-op^ "'ted residential facilities. This was due 
to the building of new facilities throughout the state, increased commun- 
it>' programs and additional funding appropriated for individual care grants 
v;hich allowed the Department to purchase care outside of state -operated 
facilities. 

In early 1975 the Chicago Region also began using a case manager system. 
Within this system clients are referred for services to the case manager 
within the subrcgion. One of the specific responsibilities of the case 
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inanrii;er is to bcv;in to deal effectively with the parents and to find the least 
restrictive environment possible, to provide the needed seiviees to the client. 
If it is felt that services needed c:m test be provided in a state facility, the 
case mana^^cr tlien contacts the Coordinator of Placement for the region who 
passes on the referral information to the appropriate residential care facility'. 
Vpon receipt of the client referral at the facility, staff will meet to review the 
referral and bei;'in to deternilne appropriateness for admission. 

Tlie next step is to sot up a pre-admission staffing-. This staffing includes 
parents, a representative from the appropriate subregion and an interdis- 
eiplinaiy team from tlie unit in which the client will reside. This interdis- 
ciplinaiy team incli'des a physician, a nurse, a psychologist, ah activity 
therapist, a behavivU' specialist, mental health technicians and any other 
appropriate personnel, depending^on the individual needs of th(\client. At 
the pre-admissi-on staffing the final decision is made as to whetlier or not 
the client does need admission, and initial plans are made for an individu- 
al habilitation program. Also established at this staffing is the ^beginning 
of a ven- close working relationship between the staff, the parent(s) and 
the>client. * 

THE DEVELOPMENT OF INDWIDUAL PROGRAM PLANS^ 

Before describing niethods and procedures of developing Individual habilita-. 
tion plans for residents at Ludeman, I would like to take a minute to gen- 
erally describe the org*anizational structure of the Center. The Center is 
administered by a Superintendent, with the assistance of an Executive Com- 
mittee whlcli consists of all the top management personnel. The facility 
operates within a ^^unit system*^ and is divided iato five administrative units, 
each functioning under the direction of a Unit Administrator (who is ii mem- 
ber of the Executive Committee). The unit/is the base of operation, each 
unit being comprised of ten homes, eight /residents to a home, one neighbor- 
hood house and approximately 120 s taf f )vho provide direct care, home ' 
management and specialized services to the residents who reside in the 
unit. Approximately 96 staff members are mental health technicians whose 
responsibility it is to work directly in the homes with the residents 24 hours 
a day, seve^ days a week. The remaining staff members are from a variety 
of disciplines and eaeh^unit typically has a physician, educators, speech , 
therapist, nurses, psy<Wlogists, activity therapists, social worker, a 
self-care specialist and aV^og^ram coordinator who is primarily respon- 
sible for seeing that effective programs are developed and implemented. 
Also, within each unit is a supervisor ^or each of the homes. 

Now let us talk about the development of individual habilitation plans and 
begin with following a client who has had a pre-admission staffing, and the 
decision has been readied that admission to the Center should take place. 
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Within 72 hours after a resident is admitted a post-admission staffing is 
held, at which an initial treatment plan is prepared. 

Within 14 days after the implementation of the initial treatment plan, a 
more detailed staffing is hold and a revised plan is entered in the resi- 
dent's record, in keeping with the AC/MR-DD Accreditation Standards 
and Illinois Depaitment of Mental Health and Developmental Disability 
niles. 

At this time all services within the unit are represented and a summai^ 
of their evaluations concerning the resident is presented. For example: 
a psychological evaluation - a hearing evaluation - a speecli^evaluation - 
^ a physical therapy evaluation - an educational evaluation - etc. are pre- 
sented. From these evaluations and a discussion with Ihe home staff and 
the parent an initial treabnent plan is developed. 

During these stuffings, short-tenii and initial long-range goals are set for 
the resident by the interdisciplinary team, which includes the parent(s). 
The team determines the basic needs of the resident and prioritizes these 
needs. This is a very important part of developing an individual program 
for each, resident. The interdisciplinary team must focus on identifying 
tlie developmental needs of the resident and devising ways to meet them. 
P^iiticipating team members share all information and recommendations 
so a unified and integTated habilitation program plan is developed. This 
allows the staff to look at the resident as a total person and also allows 
all staff to work towards the same end with eaoh resident. 

Following these stuffings, ail programs on each resident are reviewed at 
least once every 30 days in a Monthly Review which is conducted ver3^sim- 
ilarly to the post-admission staffing. Various staff members are involved 
in accordance with the individual needs of the resident and the programs 
which are currently>being implemented. P:irents and other invoivpd rela- 
tives or guardians are invited to attend each Monthly Review, as well as 
the representative from the subregion, if programmatically indicated. 

During this Monthly Review each current program ia which the resident has 
been involved is reviewed and progress noted. Problems are discussed 
and treatment prpgrams recommended. Additional goals are established^ 
or present programs may be deleted or modified', either because they 
have not been successful or because staff has succeeded in accomplishing 
the goals. , " . 

In addition , to the Monthly Review, an Annual Staffing is held for each resi- 
dent. During the Annual Staffing the entire interdisciplinary team must be 
present. This team includes the parents and/or guardian and the subregion 
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staff representatives. During tins staffing long-range goals are reviewed 
and objectives set for the coming 12 months. The evaluation of these pro- 
grams in regard to their success, failure, need for modification and so 
forth, can be done in a variety of ways. Some of the more traditional means, 
of evaluation, such as comprehensive educational evaluations, speech and 
hearing evaluations, nsychological evaluations, etc. are completed for 
each resident and are usually presented at the formulation of the initial inJividual 
treatriient plan and the Annual Staffing. This gives staff updated informa- programs 
tion concerning individual programs. 

IlQwever, in addition to the more traditional means of -evaluating a program, 
the individual training programs are reviewed at each Monthly Review. 
lOuring tliese Monthly Reviews the data can be evaluated by staff present 
and discussions take place to determine success of the program and the 
prognosis for the resident who is participating in that program. It is felt 
that this is a very important part of the continuation of the evaluation 
process. Should there be need for program modification or change, this 
can be initiated and foUowed through as a result of the Monthly Review., 

If new programs are indicated the new programs are then designed by the 
specialist in the appropriate disciplines working within the unit, in cooper- 
ation with the home supervisor, and. the mental health technicians -who work 
'directly mth the resident. In further aiding the staff in the development 
of individual programs', a program format development sheet is used. , 
This tal^es into consideration relevant aspects of developing and reviewing ■ 
a program which tells at a glance what the specific goals are. 

At the Center other means of reviewing- specialized programs or evalu- 
ating program outcomes are also utilized before thsy are individually im- human rights 
plemented. This is done through review by various committees such as a 
Human Rights Committee and a Utilization Review-Committee. . -.Ludeman 
has a very active Human Rights Committee. It meets twice each month 
and is involved in the process of previewing any specialized behavior man- 
agement programs recommended for the residents, The committee con- 
•. sists of four staff members from the facility and four parents. It is the 
■«ihit staff's responsibility, to present the specialized program before the 
Human Ri^ts Committee which then reviews it to ensure that all rights 
of the resident involved are protected and offers suggestions to the unit 
staff before the program is implemented. The Human Rights Committee 
Is used as an advisory committee to the Superintendent and to the unit sta.ff 
concemiiig the appropriateness of specialized treatment programs and 
procedures. 

The Utilization Review Committee functions to evaluate each unit's ef- 
fectiveness in providing adequate services and npproprinte programs, 
according to the needs of each resident. This committee looks at the total 
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needs of the resident and ensures that recommended habilitative procedures 
are being implemented. If a program is going to succeed, it must be sup- 
ported by the interdisciplinary team. Additionally, the daily implementa- 
tion of each resident's program by the Mental Health Technicians is criti- 
cal and must be consistent to ensure the successful development of each 
resident. 

Programs are carried out within each unit and/or within the individual 
home where the resident lives. A homelike setting is beneficial in de- 
veloping noi-malized programs which include the development of appropri- 
ate behaviors, self-care skills and social development. This is not to 
say, however, that the residents are not involved in specialized programs; 
in fact, most of the residents in each unit are in some typd of a special 
education program each da: - an activity program - a speech program - 
or other types of specialized programs, depending on the individual needs 
of the resident. 

Ludeman, upon being surveyed by the Accreditation Council, \ias been 
accredited for the past two years and, upon a recent resurvey, was reac- 
credited for an additional two years. 

Now that the resident has been ta]<en through the various stages of program 
development, let us take a look at a typical day at Ludeman and some of 
the progrtims in which a resident is involved. 

\N OVERVIEW OF VARIOUS SERVICE COMPONENTS ASSOCIATED WITH 
THE CENTER, ALSO DIFFERENTIATING BETWEEN THOSE SERVICES 
PROVIDED THROUGH OTHER SERVICES: 

When the Ludeman Center was constructed, it was constructed totally as ' 
a subdivision to become an integral part of a south suburban community 
of metropolitan Chicago. Park Forest is a progressive village of pore 
than 30,000 people. . When the State of Hlinois Department of Mer.uil Health 
decided it would like to build a facility in the Park Forest area, repre- 
sentatives approached the village trustees concerning available land. As 
n result of these negotiations, the village agreed to welcome a state facil- 
ity for the mentally retarded in the center of their community. The 
trustees were impressed with the architectural drawings and the overall" 
program plans that had been developed for the Center and felt this Center , 
would blend nicely into their community. 

The Center does not have a power plant or central dietary complex, as 
exist in most traditional state facilities. These types of considerations 
were well planned prior to its construction. As the facility was developed 
as a subdivisioR, each home or living unit is totally self-sufficient. Each 
home is supplied with gas and electricity from public utilities and receives 
its own electric and gas bills. 
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The food sei-vice is contractual and food is provided to each home, much 
in the same style you would I'eceivo while taking a lengthy airplane flight. 
The food is delivered daily in portion controlled packages and is then re- 
constituted and served family style in each home. Technicians arc able to 
eat with the residents, allowing for training and modeling to assist in de- 
veloping good eating habits. 

The Center idso contracts for pharmacy services. This allows for an in- 
dividual unit dose prescription for each resident. No prescription at the 
facility may be written for more than 30 days. This ensures that aU pre- 
scriptions written for the resident must be reviewed by a physician and, 
in some cases, the interdisciplinary team, at least once every 30 days. 
This system has helped in solving various medication problems so many 
facilities sometimes encounter. 

Additionally, the Center does not have central housekeeping staff, and ■ 
therefore, must contract for its housekeeping service. ..The housekeeping 
contract provides daily cleaning services for tlie large administrative build- 
ings and a service to each home once each four months: This service is 
a very thorough cleaning, sueh as stripping and waxing the floors, wash- 
ing the wolls, etc. which is in addition to the regular routine cleaning 
which is done daily by the technicians. ^S23^ 

Another major and innovative step in providing services to the residents 
is that each resident who is capable is taken downtown to shop so as to 
help select his or her own clothing. Clothes are purchased in the same 
manner you would purchase your own. This allows residefnts to be dressed 
much more appropriately and in current styles. 

Also, since laundrj' is done in each home, this allows the staff and resi- 
dents to take better care of and keep better track of the clothes. ^ 

The Center does not have a hospital or a medieal/surgical. building. There 
is, however, a ten-bed Health Center, which provides basic first aid mea- 
sures and short-term Qonvalescence for common illnesses and injuries. 
Beyond that, the resident is transported to a local community hospital for 
treatment, which helps assure the residents of receiving the higliest qual- 
ity medical and nursing eare. . ' 

AdditionaUy, since the facility is located over 60 acres of ground, there is , 
an enormous job of providing adequate grounds maintenance. The Center 
has found this service can best be contracted for and, therefore, the grounds 
mainterjince, lawn care and snow rem.oval is handled by a contractor. 
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The villase of Park Forest also plays an important part in providing 
direet and indirect services to the Center, its staff and residents. Some 
of the security is provided by the police department of the village of Park 
Forest. As the Center is part of the village, the police do patrol the 
streets, providing security as they do any other area of the village. How- 
ever, for hours throughout the night and in the early moiTiing, a conti-actual 
agreem.ent was established with a security agency which affords the resi- 
dents and staff even more protection during these Kours. 

The village also provides the Center with an excellent fire protection pro- 
gram. The Center fire aiarnis are hooked directly into the Park Forest 
system and sliould assistance be needed from the fire department, they can 
be at any location within the Center within approximately three minutes 
after the alarm/has been sounded. The fire department has continually 
assisted us in training staff in proper fire prevention methods and in sur- 
veying the buikUngs to make sure we ar:e meeting the necessary fire codes. 

Additionally, the fire department provides the Center with a paramedic 
program. The ambulance can also be at any location within the Center 
wiihin approximately three minutes to transport a resident to a local com- 
munity hospital, if needed. i 

Another program and service provided to the Center and its residents is 
the Foster Grandparent Program. This program, totally ftinded by the 
Federal Government, provides a service that benefits many of the resi- ; 
dents individually. At the present time foster grandparents^ services are 
provided from two surrounding counties - Cook County, which encompasses 
the Chicago area, and Will County, just south of Cook... 

The Center also provides for religious education experiences rough con- 
tractual services. This service is called SPRED, which stands for 
Special Religous Education. This is a division of the religous education 
program of the Archdiocese of Chicago. SPRED utilizes only volunteers - 
is interdenominational - and attempts to prepare residents to be able to 
attend appropriate religous services within the surrounding community. 

Due to the enactment of public school legislation relating to special educa- 
tion, many of the Center^s residents are attending schools within the sur- 
rounding communities. 

The Center provides needed central or specialized services to the residents 
These include: physical therapy, dental, tonsorial, audiology and a large 
supportive role from our engineering service. Even though. the Center has 
contractual agreements for glass replacement, plumbing, carpentry, etc. , 
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it is Eni;i nee ring's responsibility to sec that the homes o]>orate efficiently 
on ii day-to-day basis. Therefore, all minor repairs and modifications 
are handled by Engineering. 

Another integral service provided is staff training and development. All 
staff working in the direct care area must complete an extensive training 
program before being assigned to work directly with the residents. This 
includes 120 classroom hours and 400 hours of on-the-job training. This 
tjTDC of training is required as personnel advance or receive promotions 
while working at the Center. This extensive training helps to assure that 
the residents are receiving quality care, training and education from the 
staff. Many instructors utilized also work directly in the unit, which al- 
lows them to have first-hand information and teach from current experi- 
ences as well as theory. 

As has been exj^lained, the Center does have a variety of contractual serv 
ices and must rely heavily on the community around it. It is felt that by 
utilizing these types of contractual services the Center is able to operate 
more efficiently. It allows for a more effective management of affairs in 
the direct care areas; in other words, those areas providing direct care 
to the residents. Because of this, approximately 85% of the staff is as- 
signee! within the five programmatic units. Contracts are bid annually 
on a c ^mpetitive basis and have an option renewal for one year if all as- 
pects of the contract remain the same. 

THE SOURCES OF FUNDING 
The Elisabeth Ludeman Developmental Center is a state -operated facility''; 
therefore, the budget is totally dependent upon State of Illinois tax money. 
However, the Center does receive some funds through federal grants - ^ 
these being Title I, Special Education Programs - The Comprehensive 
Emplo>Tiient and Training Act, as well as the Association of Rehabilitation 
Facilities, which provides additional funds for staff training and develop- 
ment. 

The Elisabeth Ludeman Developmental Center was recently certified as 

an intermediate care facility for the developmentally disabled by the JCF/VK 

Illinois Department of Public Health. As a result of this certification 

the Department of Mental Health and Developmental Disabilities will be 

receiving matching funds through Title XIX of the Social Security Act from 

the Federal Department of Health, Education and Welfare. 

In Illinois the Departr^ient of Publio. Aid is the monitoring agency, and to 
receive certification fke facility must meet the standards for licensure 
of intermediate care^fpl^cilities and have a licensed nursing home admin- 
istrator on the staff. 
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As of this time, it is undr^cvnnned how much the exact yearly reimburse- 
ment will be as a result of Ludeman^s eertifi cation. 

In rei^ard to strategics related to program development and assessment, 
it is recommended that you request to participate in either the AC/MR-DD 
Accreditation survey or the Intermediate Care Facility Certifieation sur- 
vey, or l3oth. Just participating in these two surveys gives and provides 
each facility a tremendous amount of insigi-^t into quality of programs and 
overall services being presented to the residents. This provides a more 
objeetive viewing of programs and services and provides you with invalu- 
able infonnation as to where, when and liow services and personnel need 
to be upgraded and added. Therefore, it is recommended that even if it 
is felt accreditation and/or eertifieation staMards cannot be totally^ met, 
a survev' should be requested, 

THE lU'iLEVANCY OF FEDER^XL,. STATE AND LOCAL LAWS, 
REGIJIATIONS AND OKDlNANCES AND CODES UPON THE OPERATION 
OF THE FACILITY: 

The establishment of local, state and federal laws, regulations and codes 
liad the most impact prior to the construction and implementation of the 
Ludeman Center, The facility w^as built with the intent of becoming ac- 
credited and providing tlie highest quality programs and serviees possible 
to the retarded. The impact of these regulations and codes has been 
posit. ve and helpfiil in maintaining a most unique physical plant and for 
the Center to continue to be able to provide quality serviees and programs 
U3 the residents. Certainly those rules and regulations affecting the 
Center the most are our own Mental Health Codes and Department of 
Mental Health and Developniental Disabilities rules and regulations; right- 
to-treatment suits issued in Cook County; die AC/MR-DD Standards; 
iNIinimum Standards, Rules and Regulations for Licensure of Intermediate 
Care Facilities for tJie Dcvelopmentally Disabled; public school legisla- 
tion; and state and national fire codes. 

To summarize tl)e history' and development of the Ludeman Center and its 
programs, a slide presentation will conclude my part of the program. 

Following the question and answers session, there are handouts for your 
information which include the Monthly Review format, the Annual Staffing 
format and the Program Development format. 
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MEL KNOWLTON 

The Pennsylvania Office of Mental Ret^lation has considered various 
alternatives for providing the mentally retarded citizens of Pennsylvania 
with living situations that will enable each individual to reach his or her 
maximum social and developmental potential. With this goal in mind, 
the following is an outline of the residential priorities of the Office of 
Mental Retardation: 

Priority I - Support Services Necessary to Keep a 
Child at Home with Parents or Adults Living Inde- 
pendently: 

1» Public Education, pre-school training, vocational training; 

2. Family training and education; ^ 

3. Family relief or respite care; 

4.. Homemaker services - 

• Babysitters, 

• Family aides, . * 

• Homemaker s; 

5. ' Visiting nurse services; 

G. In -home support (developmental training); 

7. Transportation; 

8. Leisure time activities; 

9. State or federal financial subsidy to parents. 



The Offij.e of Mental i^ctar<-'''^*^i°n funds all the preceding support services, 
except for numbers j .^,^d ^hrougi^ a program called Tamily Resource 
Sei-vices The devei^pnient of thes^ programs is based on priorities set 
by. the. Counties and conti'^=^"^ ^he availability of funds. 

county priorities and fundi"" avadj^v^jiity deternnne the extent to which 
each support service ^r^tegon' is developed. 

t 

priority ~ AdoP^i^^ and Foster Homes 
Adoptive and foster hoj^es for children offer the same tyi^e of home en- 
vironment as would natural home, "^^hereas \v,e consider adoptive 
homes as being synonyjTious with the natural home, \ve view foster • 
homes as providing opport""'^ies for foster pax^ents to, get acquainted 
with mentally ^^^^*"dod chi^ren before eventually adopting thfexn.' Ml 
of the Support servicgg available i^^ priority I are also available to ' 
adoptive and foster parents. ■ ' ■ , ^ ^ ' . 

f 

.priority - com"^"°ity Living Arrangements .• - 

in April 1972, the p^^^^sylva.nia Department of Public Welfare (DPW) 
initiated the Community l-i^"^' Arrangements Program (CLA). Though 
rhe CU\ continuum of j-esidential services was based on the residential 
continuuni developed Omaha, Mebraska. in the late 19G0's, it was 
somewhat revised to be 1^°^^ Pennsylvania specific 

m contr-ist to the i.-j, pillion dollar budget for the first year of the CLA 
program the budge^, the present fiscal year is ICl million dollars. 
This pVofrram eurrej^tiy has over 2,200 people in residence and has 
served another 1.2oo in^i^^^^^s ^vho have left the program to live in- 
dependently i" comm""^^ to move back home with their families. 

The Pennsylv^"^'^ C^A program is lOO% state deficit funded with the 
basic f^inS ^^^^^ state dollars. Though far less than tlie state monies 
earmarked fo'^ *^he ClA P^°Sram, a source of outside income is resi- 
dents' t-oom and t)oa^ payments derived primarily from their Supple- 
mental security Income (^^^^ benefits or from any other source of in- 
come, providers currently charge residents an average of $130 a 
month for room and board- Of course, those residents who lease their 
pVTi apartments directly f^""" ^ landlord may pay more than this amount. 

fThe ctj\ program {g ptogam funded;.that is, each agency providmg 
iresidential services receives an annual eash grant on a quarterly basis 
from the counties. r^^^Q provider agencies receive the first quarter 



at the beginning of the fiscal year; however, from the second quarter 
they bill the county monthly for approved line-item expenditures. 

Initital funding is predicated on the submission of a residential services 
plan by the count>\ After approval and funding of the plan, the count\' 
may decide to provide residential services itself or contract v^iih a pri- 
vate provider. With a few exceptions, counties in Pennsylvaaia elect to 
contract with private providers, most of w^hich are non-profit. We do 
allow counties to contract with profit-making providers. At present we 
have two such providers in Pennsylvania. 

After the counties receive notification of available funding, they may re- 
quest private provider agencies to submit applications indicating. their 
willingness and ability to provide tlie necessary residential services, 
Actually, a qdestionnaire based on the sophisticated instrument, Pro- 
gram Analysis of Service Systems ( P A SS ) is used to - 
evaluate CLA programs. The approved application is all that is neces- 
sary- for a private provider agency to receive funding. It need not have 
private funds, staffer a facility. 

Also tied into tlie residential funding,;beginn: g July 1, 197G, is the auto- 
' matic funding of 90% of the C9St of vocational (workshop) training for ^ 
residents entering newly funded CLA programs. The county is respon- 
sible for the remaining 10% of the cost for this training. 

The fpllowlrig three major criteria niust be met to receive these voca- 
tional training monies: . 

• All residents must attep.1 day programs outsiue their living 
accommodations; ^ 

• To the greatest possible degree, natural parents and/or 
the family should be kept involved in the vocational develop- 
ment of the't:LA resident; and 

• Because of our concern with deinstitutionalization and pre^ 
ventiuii of institutionalization, we ask that 50% of the CLA 
residents be from public or private institutions and 

from the community. 

The CIoA Program was developed to provide a continuum of community- 
based residential services as alternatives to institutionalization. This 
continuum for residents of all ages and functional levels is as follows: 

• Developmental Maximation Unit: 

Medically complex or multi -handicapped individuals live 



in this type of CLA Program because they need special medi- 
cal care along with basic developmental training. 

• Intensive Habit Shaping: 

To acquire adequate personal -care habits and to change 
severe behavioral problems, severely and protoundly retarded 
persons live in this type of program but only on a temporary 
basis — approximately 12 to IS months. 

• Structured Correctional: 

Dif'ficult-to-manage retarded persons, especially those witli 
anti- social behavior, participate in this type of program. 

• Child Development: 

The primary goal of community placement for retarded in- 
dividuals ranging in age from birth to approximately 18 
is to provide both developmental training; and also the teach- 
ing of skills normally learned at home. 

• Adult Training: 

Retarded adults aged 18 and over — participate In this 
CIuA program to develop and, if possible, to master the 
social skills necessary for integration into the mainstrcc^r^ 
of the community. 

a Adult Minimal Supervision: 

After having developed and mastered the skills necessary for 
integration into the community', this type of CLA program en- 
ables' retarded adults to have minimal staff assistance before 
moving into completely independent^living situations. 

• Family Relief: 

This kind of CLA program offers an alternative to in.-^titu- 
tionalization for persons who require short-tenn emergency 
or relief care for their retarded family niember(-s). 



Regarding the community residential situation most conducive to <i per- 
son's development toward his or Jier greatest potential, we consider - 
as emphasized earlier - the natural home for children and independent 
living accommodations for adults aai^beingour first priority. Neverthe- 
less, since many individuals with special needs have not been able to 
have these nee^ls met through living either in their natural homes (if 
children) or in independent living situations (if adults) we developed 
supervised resicfe^i^al alternatives. 
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In our earlv years most of these settings were group homes for six to 
eight resjilonts and an appropriate niuuber of live-in staff. Eventually, 
iiowever, many group home providers recognized the need to expand 
ivoin giTHip homes to smaller and less restrictive residential settings. 
Wliile proviciers of adidt group homes were largely responsible, for ini- 
tiat/iig this movement, providers of children's programs soon followed, 
with Mercer Countv ARC implementing the first children's apartment 
progTam in Pennsylvania. 

Th^.s trcm\ has caused a dramatic change in the overall appearance of 
the CLrA ProgT mi. For instance, in the first two years of operation wc 
funded 100 group liomcs and only oC apartments; whereas, in the pasl 
[wo and one-half yeai s we b^ve iniplcrnL)nl:od over 100 apartment and 
small homo ['rograi^.s nnd onh 25 group homos. 

S>ncc our providers have demonstrated that, they can provide better sorv 
iecH in smaller, loss restrictive environments than are found in group 
homes, we prefer to fimd few new group home programs. As regards ex- 
isting group homes, we have no policy to phase them out. Tlie future of 
group homes, however, would seem to fall within the following parametc 

• To provide residential services as originally approved and 
funded: 

• To provide residential services of a more specialized 
nature; 

• To serve as core residential programs to less restrictive 
satellite resideiitial programs; 

• To be sold or leased to other agencies providing sei^iees for 
non-retarded indiv^iduals .vho have special residential needs. 

Priority IV -NursingHomes 

This tvpe of living situation is for the aged mentally retarded individual 
who has no Ovher more appropriate (or available) residential alternative. 

^ 

Pi iority V - Institution 

Wlieu the social sendees system doesnU offer the preceding four [./rior- 
ities, 'the public or private institution would be a residential alternative. 

The following section discusses the Pennsylvania Base Service Unit func- 
tion. Mental Retardation Unit amotion and the procedure to place individu 
als in CLA programs: 
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At d rnininuim, the Base Service Unit, a eomponeut of the County Mcntixl 
Health/ Mental Retardation System, perfonns the followini^ tunetions: 

Intake study; 

Referral; - * 

Development of an individual eomprchensive program; 
Coordir^xtion of elient serviees; and 
Monitoring- of elient serviee. 

The Base Serviee Unit may deliver the sei^iee either directly or through 
arrangement with other resources; however,- the' Base Serviee Unit main- 
tains xesponsibilit^' for ensuring continuity of program for eaeli elient 
by coordinating resources toward that end. 

The Mental Rc*-^ rdation Unit, a component of the Base Service U-nit, 
provides the alx)vc services to individuals with mental retardation. This 
specialized unit has expertise in the provision aad delivery of these 
services and develops long and short-range goals and program plans for 
overv lite sphere. 

IM'ocedures for placement of an individual in the CLA J^rogram include: 

• Referral of the potential client to Base Service Unit/Mental 
Retardation Unit; 

• Base Service ['nit/Mental ReLardation Unit intake and client 
interview; 

Transfer of eurx^ent evaluations and records-; 

Base Service Unit/Ment;xl Retardation staff meet to develop 
individualized program plan; 

Referral to the CIA Program; 

Meeting of Base Service Unit/Mental Retardation I'nit staff, 
project director and potential resident managers; 

Ii^/ccrview with client and all involved persbns;- 

Clicnt^s. trial visit for a minimum of one evening and one 
weekend;) 

Communication to set up day program for the client; . 

iviceting v.iUi Community Living Arrangements staff ar.d Base 
Service Unit/Mental Retxrdation Unit staff regarding linal 
decision; 
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• Placement if appropriate; and 

• Follow up and involvement of agency, institution and/or 
family in the client's program plan. 

Many of the above activities take place in a simultaneous, rather than in 
sequential, order. This allows thb greatest degree of cooperative plan- 
ning. 

The client and/or his legally appointed guardian are involved in each aspect 
of this process. Decision making by the client talces place at each step. 

before ending this overview of the CLA Program, a key issuer/- account- 
ability - merits emphasis. Because the CLA Program of Pennsylvania accountability 
each year, has its own identity in a specific legislative appropriation, it 
is critical that we demonstrate the highest -amount of quality at the lowest . 
possible cost. To accomplish this end we have developed the following 
three accountability mechanisms: 

• Individual Assessment through the Use of Assessing Basic 
.Competence, an instrument specifically developed for the 

CLA Program; . - 

• Program Assessment through the use^of Program Anal- 
ysis o| Servic'e Systems (PASS); and . ; 

• Fiscal Accpuntability through the annual use of a fiscal audit 
format that staff of the Pennsylvania Auditor GeneraPs Office 
designed specifically for the CLA Program. 

As regards the future of the CLA Program and the role that the Pennsyl- 
^ vania Association for Retarded Citizens (PARC) will play in that future, 
we envision that PARC — - sO instrumental in the initial development of 
the CLA Program ~ will have the even more important role of monitor- 
ing and insuring that the ''system" being used enhances the quality of life 
for mentally retarded citizens of Pennsylvania. 
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A Community System 

Eastern Nebraska Community 
Office of Retardation 



BARRY LAMONT 

This presentation will give an overview of the Eastern Nebraska Commun- 
ity Office of Retardation (EN COR) service system- Brief overviews will 
be given pertaining to eligibility, criteria for sisrvice and pro-am com- 
ponents within ENCOR, The main emphasis will be on the. management 
model for the ENCOR Residential Division, How and what type of resi- 
dential services are provided, funding aources and issues surrounding 
them will be discussed in relation to residential service^. In addition, 
a brief description of regulations, standards, code«, laws, etc- that af- 
fect the operations of ENCORES Residential Services will be presented, 

ELIGIBILITY FOR SERVICES 

ENCOR is designed to provide services to mentally retarded individuals 
in a five-county geographic area of Eastern Nebraska- The criteria for 
services is met by a diagnosis of mental retardation as the primary 
disability- In addition to the major disability being mental retardation, 
the individual must be a resident of the five-county area in which ETICOR 
provides services- However, inter-institutional transfers from other 
states, when families move to the five-county ENCOR area, will also Idg 
considered for services- Only when all service needs are mev from tl^e 
five-county area would services be considered for persons outside the 
catchment area for ENCOR. 

The process of obtaining services for individuals has been through in- 
quiries to the agency^ s Guidance Division- Once inquiry has been ^lade 
an advisor is assigned to assist in completing application forms and 
collecting the proper informiation to determine eligibility, Again^ the 
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main question for eligibility is mental retordation whieli can be determined 
through review of eurrent psyehologieal examinations. In addition, resi- 
deney within the five-eounty area is also eonsidered. If there are no 
current psyeholoftieal eval^ations, n:ppointments will be made v/ith generic 
sci-vices within the community to provide an assessment for the prospec- 
tive client. . 

The inquiry should provide a basic profile of the person who is seeking 
services from ENCOR. Further profile information will be collected 
^ ^''^ '^^ through the use of other professional evaluations such as medical, te- 

liavioral, speech and additional specific areas according to the person»s 
basic needs. Not all prospective clients applying for services will be 
evaluated by speech, occupational or physical therapists. Only those 
clients who, through physical and psychological examinations, have b()en 
identified as potentially needing service in specialized areas such as 
speech, physical therapy, etc. will be evaluated by those professionals. 
The inq.iiry also determines from guardians, parenfts and tlie mentally 
retarded individual what they consider to be their service needs. 

Once this profile has been completed and a needs assessment of the in- 
dividual outlined, the advisor and additional professionals from specific 
service areas will determine if there are services available within the 
eommunity outside the ENCOR system. It has been a main goal, since 
ENCORES development in 1969, not to duplicate services. If services 
are available through generic agencies within th^ community, those 
sci-vices should be sought out and used ratlier than developing and Juplir 
eating such services. .,In some instances, this may require that profes- 
sionals in the field of mental retardation assist generic agencies in de- 
veloping service continuums which adequately provide for the mentally 
retarded persons in the community as yvell as other service populations. 

If it is determined that there are no other services available within the com- 
munity that meet the needs of the client, ENCOR services will then be pro- ^ 
Wded. All these services, most prominently Residential Services, will be 
provided in a lenst restrictive fashion. It is ENCORES intent to support, . 
not supplant, the natural home. The best atmosphere for a mentally retarded 
person, or any person, is his natural home. If services can be provided 
to the family which allow that family to maintain their son or daughter ?t 
home, this service is much more appropriate than removal of a person from 
his/her natural home in order to provide services. 

In considering least restrictive services it is imp'ortruit to provide only 
what is necessary. For example, an individual could live in the communi- 
ty^ on his o\TO except that he is unable. to balance a checkbook properly or 
grocerv shon independently. It would be overkill to provide 24-hour 
residential services to this person. Why not arrangf^- for an advocate or 
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staff member to stop by once or twice a week to assist the person in 
balancing a cljeckbook and in menu preparation and grocery sliopping. 
The goal is to provide only wliat is necessary for tlie person to live in 
the communit>^ [!:nCOR is atiempting this type of service delivery 
through its alteniative living unit (ALU) program. . 

An ALlJ'is anything tlie mentally retarded person needs, not just what 
the agency has available. It is a tailor-made living situation. This 
living situation is designed by the mentally retarded person, his family, 
ENCOR Residential staff and otlier professionals such as psychologist, 
physician, nurse, teacher, etc. 

PROGRVM COMPONENTS 

In addition to the Residential Division within ENCOR there arc four other 
divisions or departr.i ^ts. Tlipse departments are Vocational, Eduea- 
lional. Guidance and .administration. The Residential Division will be 
described fully in the remainder of this prjesentation. The four other 
departji^ents will be briefly discussed at this time. 

ENCOR is part of an umbrella agency system called ENTTSA (Eastern 
Nebraska lUnnan Services Agency). Tlirough this umbrella agency, 
ENCOR receives its administrative services.. These servi^ces include 
Personnel, Payroll, Booldceeping, Maintenance and Transportation 
Services. ENCOR contracts for these services from ENHSA and an- 
nually pays the umbrella agency a percentage of its revenues. This per- 
centage is based on the percent of use bv ENCOR of each service pro- 
vided by the umbrella agency. 

The Vocational Division within ENCOR provides a continuum of voca- 
tional services, starting with the Industrial Training Center (ITC). The 
jTC provides basic skill training in six broad areas: work skills, 
socialization, academics, self-mana>;ement, communication and com- 
-.munity access. The next step in the continuum is Northeast Industries, 
which provides advanced industrial training in a machine-intensive, 
production-oriented environment. This intermediate step provides for 
more complex skills training before individuals move to skilled employ- 
ment. From the advanced workshop the continuum flows- into Work 
Stations in Industry. The agency contracts with an existing industry to 
provide specific services on the floor of the industry. From Work Sta- 
tions in Industry the continuum goes to placement into competitive em- 
ployrtient. Staff are assigned to assist mentally retarded individuals 
who are eligible for competitive employment. Placement staff assist 
persons in finding n job and provide follow-up services to these persons 
to assure that their transition to competitive employment will bo suc- 
cessful. 



The Educational Department pro'^ides two basic types of services. vSince 
there is mandatory education pi^esently enacted in Nebraska, the Public. 
School Systen^s are required to provide educational services to all in- 
dividuals regardless of their handicap. ENCOlVs Educational Department 
is concerned with educational iptervention for preschool mentally retarded 
children. One program is the integrated preschool program' whe're the 
Educational Department of EN COR contracts with existing preschools 
within the community to provide services to inentidly retarded children. 
The agency, in turn, provides additional staff and funds to assist the pre- 
school in providing an integrated program., The other program provided 
by the Educational Department is a progi-am called CEEP (Coordinated 
Early Education Program). The CEEP Program provides home trainers 
to visit families in the community who have mentally retarded children 
still in the home. These home trainers provide families with teaching 
methods and programs to assist in helping their mentally retarded son 
or daughter to develop. 

The Guidance Division provides an advisor to each mentally i^etiirded in- 
dividual who is receiving services from ENCOR (many individuals receive 
only guidance service from the agency). The advisor is a liaison for the 
mentally retarded person between ENCOR and any generic seivice agencies 
within the community that an ENCOR client may be seeking service^om. 
One of the main functions of the department is for advisors to act as the 
chairperson or leader for an individual's IPP (Individual Program Plan). 
This planning process occurs formally once every six montlis and is 
reviewed every three months, or more often if necessary, 

FNDIVroUAL PROGRAM PLAN 

The individual program pjan (IPP)Js the tool used by the agency to design 
a program to meet the noeds of each individual served. This is the most 
important process that takes place for a client. It is designed to deter- 
mine exactly what an individua]*s needs are in all areas (residential,, 
vocational, educational, ere.) and to establish goals accordingly. This 
process al^o nionitors an individuals progress and, from that progress, 
determines further goals or options available for the client. ' 

Naturally, the client is the first person involved in this planning process. 
To ensure that all planning and service delivery within the system of 
ENCOR follow the principle of normidization, mentally retarded individu- 
als receiving services are the primary concern in any proces:i. In ad- 
dition to the mentally retarded individual himself, any family members, 
guardians or advocates can be participants on the IPP team along with 
agency para-professional and professional staff and ocher community 
professionals involved in the person's program. Agency para-profession- 
als and professionals would include residential staff who work with the 
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individual on a day-to-iUiy basis as well as vocational staff* or education- 
al staff and the iMdividuaPs advisor, who acts as the chairperson for the 
IPP team. Outside professionals may include nurses, physicians, psy- 
choloi»:ist3, T:)sychiatrists, etc. 

As mention(3d earlier, the IPP process is used to develop goals and re- 
view progress for an individual. Objectives must be measurable and a 
nienns for measurement established. Many means of measurement can 
be used to deteniiine growth toward objective::, includlnfi precision 
teaching, daily logs and activity sheets. 

Data may indicate that an individual is ready for a less restrictive resi- 
dential sotting. This might involve tlie individual moving to a smaller 
residential setting where he could afford to live by himself or with one or icnst 
two other roommates. It might also mean that residential staff presently rcctrictive 
living with the individual move out and/or provide fewer staff hours to 
the client. The reverse could occur if an IPP review showed that the in- 
dividual was having trouble reaching specific goals and that a more 
structured setting was required. In this situation, the client might move 
to a more stnictiired living arrangement or additional staff hours could 
be provided in. the present residential setting. 

hi determining staff requirefd for a residential setting, it is the client's 
needs that are considered. Any pattern of staffing that best serves the 
client's needs is planned for. This could result in a part-time staff for 
one, t^vo or three clients or one, two or three staff for one client. The 
t\pe.of staff for an ALl^ is again dependent on the client's needs. 

RI::SlDli:NTIAL SERVICPJS 

The ENXOR Residential Division provides services through a continuum 
of residential programs. The Divisipn is set up on a geographical basis; 
i.e. , the five counties are divided into specific geographical areas.' core 
Within these arens one individual, a Residential Coordinator, is in residence 
charge of all residential settings for both children and adults. The 
residential settings- are divided into clusters- A residential cluster 
centers around a core residence. This residence serves as an evalu- 
ation center and highly structured living environment in addition to 
being the administrative hub, or mother house, to satellite residential 
settings called Alternative Living Units (ALUs). 

ALUs are smaller, individualized, residential locations housing no more 
than three mentally retarded individuals. These settings take the form 
of apartments, rented houses, duplexes, etc. They are most often rented 
■by the mentally retarded individuals thems^elves or in conjuactio!i with 
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UosiMontial slatT nuMuhors who livi* with tho clionUs. KixvU of the? AI.l's 
is :i small resiiUnil sottini;' which has IhhMi s)KHMlu*allv dosi-iKul :ni(l 
statTi-nl lo scm'vo individuals ihovc. 

Since altenipls :\vc made to lailor r(\sidontial sottim;s to specinc in(hvi(l- 
uals' needs, none of the Df) residential locations 1>NC()K provides arc 
exactly alike. The dit*feren(vs a.re due to the specific service svstems 
each location has developed to meet the needs of thc^ mentally retarded 
persons liviirj; in these residences. 

rhe resid(Mitial cluster is managed bv n Uesidential Manager, \vith as- 
sistance rroni two to three assistants. Assistant Mana-ers have specific 
respon.sd)ililies for manaL;oniont ancl nionitorim; of either the core resi- 
dence or the administratively attached AM's. The number of ALUs at- 
tached to any one core residence determines the mnnher of Assistant 
Manaiivrs ope ratint; within that residential cluster. 

The rcsi{lential cluster makes up part of a resi()ential area. In all resi- 
dentijil areas there are at least three, and as many as six, residential 
clusters. These clusters are supci'\dsed by an Area Coordinator. The 
Area Coordinator acts as a monitor for his area as well as a resource 
person for the residential stafl*. The Residential Coordinators are re- 
sponsible to the Director of the Uesidential Division. 

The Division Director acts somewhat the same as the Residential Co-- 
ordinatOfei's do in monitoring* all of the residential areas and serves as 
a resource to the Area Coordinators, in addition to maintaining- ad- 
ministrative data and providing managemeut necessary to maintain the 
Division. 

MONITORING 

The m^st important p^irt of KNCOR^s Residential Division is the moni- 
' torin</"function. Monitoring is done in a variety of v/ays. The most 
, basic and common monitoring activity in the system involves visits by 

resklential staff to residential settings. 

On a residential cluster basis, visits arc provided or completed by • 
Assis'tant Managers and the residential cluster managxir. Visits occur 
no less than one per week to every residential facility within that cluster 
These visits include a review of all administrative papenvork plus a 
survey of the living conditions within that resjdence. The monitoring 
supei*\nsor also provides any i:esources necessan* at this time and as- 
sists the resiclential staff in problem solving or in acquiring the appro- 
priate professionals to assist in problem areas, 'v^ addition to on-site 



13 J 



visits, till? ivsi(liMiti:il statT have: a clustor ivieotinp; (^ac^h wcok to (lissom- 
innte inlonuiition within the systcMU. The cluster nioetini»;s and site visits 
aro (loeunionted in ^'contact reports" and minutes whieh arc provided to 
the Area Coordinator. 

The Area Coordinator, in turn, provides exaetly tlic same t:>^)C of moni- 
torin;;', visiting* every residential location within liis (jr her area at least 
once every three months. The Coordinator must visit all core residences 
in his area weekly, writin^j; contact rcpoits'^bn each visit. These arc then 
provided to' the facility visited and the Residential Division Director. In 
addition, weekly area mcetiniAS are held by the Area Coordinator with his 
manai;*cment staff to disseminate any information upward or downward 
throut;1i the system and to provide a forum for decision makijig and prob- 
lem solving' on an area level. 

The Residential Division Di?*ector holds weekly meetings with the Resi- 
dential Coordinators to disseminate information within the system as 
well as to develop division policies, procedures, etc. The Director also 
makes unannounced visits to any residential facilities within the system 
like the Residential Manager or Coordinator. lie monitors and acts as a 
resource for the residence staff and clients. 

rrXDlNG 

The EN COR Residential Division receives funding from four basic sources: 
federal funds, state general funds, 'county and municipal government funds 
and fee schedule payments from primary and secondary consumers. . Those 
four basic areas will be briefly described. 

The federal funding sources inolude Title XX, federal gnmts and SSI 
monies, hi addition to these funding sources, the agency is presently in- 
volved in determining eligibility and acquiring Title XIX funds. The 
major funding source for the agency and the Residential Division is 
Title XX payments. 

State general funds are provided through the state's Office of Mental Re- 
tardation which acts as a monitoring, consulting and funding body at the 
state level for all regional community-based programs. Annual budgets 
are submitted to the Office of Mental Retardation where funding alloca- 
tions are determined for EN COR as well as the five other community 
service regions within the state. State general funds, through the Office 
of Mental Retardation, are the second largest funding source for ENCOR. 

The county funds provided to ENCOR arc paid from each participating 
count>^ and are determined by the separate County Commissions. An 
inter-local agreement was orig:inally written which stipulated funding 
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inrixiiniims and minimums for tho parti cipatinj-- counties. Those county 
funds are used mainly as uiatcliins funds for state and federal mordes. 



Fuo schedule payments by primary and secondary consumers arc the 
fourth major fundinf;- source Witliiii ENCC^R. Fee schedules arc deter- 
mined l)y the stiite throui-h the Office of Mental Retardation and apply to 
secondary consumers or parents. Primary fee schedules involve room 
and board payments by n;entally retarded adults. At present, these pay- 
ments are ^ITH per month. 

m total, these fundinj-- sources provide a fiscal budget (lf)7(;-1977) for 
the ENCOR Residential Division of approximately 2.2 million dollars to 
provide services to 200 existing residential clients and a planned 30 
new clients. The agency, on a whole, provides services to 1,000 men- 
billy retarded individuals within the five-county area. 

FUNDING ISSUES 

Stability and durability of funding is always a concern in social service 
systems. This concern usiiaUy results from the requirement to fund 
long-term programs with short-term monies. In budgeting for residen- 
riarsei-viccs on short-term money there is always the question: "Will 
\ c be able to provide these residential services to clients nexi; year 
if our present funding sources modify or change?" 

Stability in the amount of funds provided for residential services is a 
concern, since service systems grow afrt^as the system grows the amount 
of funds required to implement new services and maintain admin isttfiative 
structures increases dramatically. In addition to the regular growth rate 
causing increased costs in residential systems, there is the inflation 
rate, which directly affects the cost of housing, food, utilities, etc. 

There are also problems in funding sources which are earmarked for 
specific types of residential services. These specific services often do 
not meet the needs of the clients within the system. This often results 
in specialized services being developed or provided to individuals which 
do not fit the funding body's criteria for use of funds. This, in turn, re- 
sults in lengthy negotiations with funding sources and apply for excep- 
tions in funding criteria to prc^jde services in a fashion other than their 
I'ecognized uses. 

Many times stringent earmarking by funding agencies creates a situation 
in which the nature of the sei-vices provided is determined by the funding 
sources as opposed to the needs of the clients. 
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'rhroui\ii KNC'OH's (wprrionct* of (k^vt^lopinu' ciiftoront rosidential sorviro 
svstcMius ami continuums it lias hoeomo :ipi)arcnt that fuiulini;- sources must 
i)o (»liannolc(l for uso in a wide variety of innovative residential services 
ratlu»r than si)ccific service types. An example of the limitations these 
fundini;- sources arc cretitin^- in the provision of residential services Is 
tile very small percentage of funds available to provide sei-viees of a resi- 
dential nature in a porson^s natural home. The ultimate goal of lONCOR 
is for all mentally retarded individuals to live in the least restrictive rosi- 
(l(Mitial setting- i)(>ssible or, in the case of children, to bo able to retuni 
tfi or remain iii their nittural home. Funding sources, as they now exist, 
allow for very few seivices to be provided in the natural home. In-homc 
services would prevent the mentally retarded person from having to leave 
the home to receive appropriate services. If sources were properly ori- 
ented funds could used in a preventive fashion rather than in specific 
rosi(l(^ntial service t^q^es recjuirin^'a person to move from his liome. 



lU^GrLATlONS, STANDARDS AND CODIES 

There are a multitude of standards and codes and, of course, evaluative 
Ixniics lo measure the compliance with standards in residential systems 
throuia;hout the country. ENCOR is by no means exempt from these eval- 
uations. Annually the ENCOR Residential Division can count on a minimum evaluations 
of six major program evaluations to determine anything from funding eli- 
gibilits', licensing capability and/or renewal of licenses to accreditation. 
These reg\ilations and standards are derived and. implem.ented from three 
basic gDvemmental levels: federal, state and local. There are also in- 
dependent monitoring i:x>dies in existence which. the ENCOR agency and 
Residential. Division participate in such as AC/MR-DD (Accreditation 
Council for Services for Mentally Retarded and Other Developmentally 
Disabled Persons.) 

The federal level involves monitoring to assure compliance with regula- 
tions of funding sources. Compliance with such standards and regulations 
allows for continued funding from such sources as Title XX and Title 

XIX. The regulations cover a wide variety of areas including adminis- cjnpliance 
trative, programmatic, environmental, health, medical and safety issues. 
These evaluations are usually required on an annual basis. 

At the state level ENCOR must maintain compliance with life safety codes 
maintained by state and local fire marshals, Office of Mental Retardation 
standards and regulations and Developmental Disability Center licensing 
regulations. These regulations are similar to those mentioned above, 
covering a wide variety of areas. 
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Local rcsAiilations involve such thlir^^s as zonini^'ordinaiiccs which require 
us to seek zoning exceptions or rezonini; petitions in order to implement 
prou;rams in specific areas./ I | 

The impact of these many different evaluating ^^roups and sets of stand- 
ards, regulations and codes is quite devastating to the Presidential Divi- 
sion of ENCOR. This is due to the voluminous amount of time required 
by staff to prepare for evaluation visits. The data bojle'ction and orgtin- 
ization to meet an evaluating group's format often takes i^any more hours 
of staff time than the actual on-site evaluation. In the long run, tliis is 
detrimental to sendee provision due to the loiig hours direct service 
staff must put into preparing for the evaluating groul^s instead of provid- 
ing direct care 4o residential clients. Althougjfh^ evaluations and monitor- 
ing of the ENCOR Residential System are welco^ied and encourag($d; it is 
often felt that a cooperative evaluation by several evaluating iji'oups at 
the same time would be as productive in assisting the agency to.,develdp 
and improve seiMce deliveiy. ThiSxformat would be less time con- 
suming and more efficient for the operation df the Residential System. 

In summary, the ENCOR Residential Division is a highly eemplcx serv- 
ice delivery system providing a wide variety of residential c^ntinuua. 
The sys tem does work although it is not perfect, and problems-do o^cur 
as in all social seijvice systems-. 

The most important thing to be done by ENCOR in the near future 'will 
be to dovelop services to support families and allow thern to maintain 
their* mentally retarded soo or daughter in their home and avoid the use 
of re'Sidential services requiring the mentally retalxied family member 
to leave his or her natural home. Until these types of services are de- 
veloped, ENCOR and other service deliveiy systems throughout the ' 
country' will always be playing a cateh-up game in providing services. 
If proper preventive services are initiated, the ugly and presently un- 
preventable waiting list for residential services may eventually be 
eliminated.' . . 
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GERALD PROVENCAL 

The recent history of deinstitutionalization shows a clear preference for 
four types of community residential settings. Rosen and Callan reported 
in 1972 that the highest percentage of community placements were made 
into the homes of the client's parent or guardian. Nursing homes, group 
homes and foster homes, respectively, were the next most frequently 
selected institutional alternatives. 1 Two years later Scheerenberger 
foundlfhat these same four residential options continued to receive nearly 
80 percent of all institutional gi-aduates.2 A significant difference, how- 
ever, was in the area of group home growth. The percentage of people 
entering group homes from institutions increased by 124 percent between 
1972 and 1974. Group homes represented the institutional alt^^mative 
most often turned to, other than the client's own home. 

While the number of institution!^ people finding new homes in the larger 
community has been increasing, foster homes still remain the least used 
of the major residential possibilities. To put it another way, of the '^bi<^ 
four," foster homes are solidly in last place. 



^Rosen, D.^& Callan, B. Trends in Residential Services for the Mental- 
ly Retarded. Madison, Wisconsin: National Association of Superin- 
tendents of Public Residential Facilities, 1972. 

^Scheerenberger, R. C. Current Trends and Status of Public Residential 
Services for the Mentally Retarded . Madison, Wisconsin: National 
Association of Superintendents of Public Residential Facilities, 1974. 
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That foster homes should occupy such ii lowly position is somewhat puz- 
zling". Professionals within the field popularly espouse the nomialization 
principle, and deinstitutionalization is rrcqucntly championed as evidence 
of Uiis tenet in practice. 

hi kev. ,v;njj, wit. normalization, it would seem that tiie qualities inherent in 
a small foster home would be stroni»'ly championed by profcssioniils. 
Ceitiiinly, for children, any comparison l>ehveen foster home and i^roup 
home characteristics must find the former in closer proximity than the 
latter to the Wolfcnsbert;er definition of n.xinilization, . . 

'Utilization of means which are culturally aormative as 
possible, in order to establish and/or maintain personal 
behaviors and characteristics which are culturally norma- 
tive as possible. 

liatlicr tliari ^^romotini; foster home strenj^ths, liowcver, professionals 
frequently turn ati*^ntion toward its limitations. The following* arc four 
conmionly attributed weaknesses of foster homes. 

0 ^ Foster parents can only cope with easy clients. 

# Foster parents might give love and good physical care, but 
they can't give program. 

# Foster homes are too difficult to monitor, 
% IVs impossible to find good foster parents. 

This Un ited acceptance does not appear to be confined to professionals. 
Wlien suggcati-v^- to natural parents that their son or daughter might be 
well suited lor a foster home, it is not uim.cual to e?q>erience stronger 
opposition to this than to any other type of placement. The following 
reason, given by a parent recently for her lack of confidence in foster 
care, is representative. '*If he can't be cared for in his own home — 
anrl we have tried cvcr-.ihing— how oan he be cared for in someone 
el io's home?''. 

In the summer 6f 1973 the Macomb -Oakland Regional Center began a de- 
instit-itionalizatibn project. Basically, the objectives were to move as 
many institutional residents as could benefit to the larger community and 
to provide community-based residential options for individuals seeking 
traditional admission. 

It was clear from the beginning that if the objectives were to met 
maximal utility of existing resources was a necessity. It was just as 

^Wolff-nsberger, W. The Principle of Normalization in Human Services . 
Toronto, Canada: National Institute on Mental Retardation, 1972. 



137 

clear that new models of residential serviee and new approaches to old 
models would be needed if the project were to be successful. Agency 
studies were subsequently undertal<en to determine how to improve upon 
the availability, versatiiitv^ and quality of all operatint;- commu;iity resi- 
dential models. 

This paper focuses on an innovative variation of the foster home concept. 
Specifically, it describes the Communitv^ Training Home. The features 
which make this model different frorn the traditional foster home and 
prov^ide the basis for its increased potential as an institutional alternative 
are discussed in detrfi|. 

The Community Training Home is a community -based residence built upon 
the foster home model. Approved foster parents, or parent, provide room, 
b<:)arfl, super\ision and in-house programming for one to three residents. 
Additional, and separate, funding is available for the in-house program- 
ming which is contracted for by the service agency. The latter provides 
ease manager and consultative sei'viccs and requires foster parents* 
participation in a skill training program. Written monthly reports by 
foster parents pro\ide valuable monitoring tools, 

IN-HOUSE PROGRA MMING 

One of the eonstnnt companions of foster parents has always been meager 
pa>Tnent for services. The common inadequacy of remuneration was put 
this way by a New Jersey woman. "The mon y the state pays is barely 
enough to manage and does not compensate for the time and attention 
(which) should be given to the three new members of (my) family. I do it 
because 1 like it, and TU keep doing it until I can't. But don^t get in it 
unless your heart is in it. "'^ 

The recogriition that payment for services was inadequate, when comiMned 
with the criticisms leveled by professionals that foster parents lack train- 
ing aiid primarily offer only tender loving care, helped bring about a yv- 
tial solution to both problems. 

A. separate distinction v/as made between room, board and supervision 
and a new category of foster parent services called *'in-house program- 
ming. '* The expectations of the former three seivices remained as they 
^ always had beenr essentially to provide housing, meals and guidance to 
a resident. 



Witlow, J. Families help retarded escape institutional life. 

Star-Ledger. Newark, New Jersey, Februarj^ 23, 1975. 
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In-house programming, on the other hand, encompassed an entirely new 
set of expectations. This service can best be described as ^^training 
within the home given by the foster parent to the client resident/' The 
focus of training is determined by the individual needs of the resident and 
must be complementary to other active programs. Specific behavioral 
objectives, linked to habilitative goals, ax^e selected by an interdisciplin- 
ary team for each resident, and these objectives are determined only 
after reviewing all of the client's needs. 

In addition to the designation of certain training objectives, behavior- 
ally specific methodologies leading to each particular objective are pro- 
vided to the foster parent. Tucse metliodologies are individualized 
and are written in non-technical language. 

it is essoutial to em.phasize the fact that all persons in community place- 
ment are actively involved in daily activities outside the home; i.e. , 
school, work, sheltered employment, prevbcational training. These 
day activities are seen as carrying the primary responsibilities for 
formal program, with the in-house programming concept viewed as a 
complemenUiry supplement. As a result, assuring a positive inter- 
relationship between the client's life within his or her hoKie and com- 
munity is extremely Important part of the case manager's respon- 
sibility. 

F^u n d i n g 

Sepai^ate funding sources and mechanisms were arranged for, in keep- 
ing with the distinct categories of foster parent service. The result was 
that payiiient could be made at the usual rate for room, board and super- 
vision, with an additional amount made available for in-house program- 
ming. 

WTrile budgets vary, m simple description of payment to the foster parent 
follows: 

Room, lx>ard and super/ision costs tivc coverec^. for all Macomb- 
OaJclarid Regional Centor clients by Supplemontiil Security In- 
come (SSI) grants. There are two possible levels of SSI payments, 
depending upon a particular client's level of n^^ed: $7.62 per d-iv 
for a client **^quiring domiciliary care and $9.95 per day 
for a more involved individual requiring pe rsonal care.* 
(Virtually all clients receiving in-house programs require the 
personal oaie level of service.} In order to receive the care 
amount specified the foster parent must satisfy the room, board 
and supervision expectations stated pre\iously. 



*These figures represent typical costs as of July 1976. 
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In-house progTam contracts are x^rittcn for amounts in addition to that 
paid for the provisions of domiciliary or personal care. 

A. typical in-house program contract will call for the foster parent to 
spend two hours per day working on four predetermined individual client 
oojectives. Pajonent for the t^vo hours spent in program is made at a 
standard $2. 50 per hour rate or $5. 00 for the day. This daily $5. 00, 
added to the typical $9.95 for room, board and supervision for an individu- 
al with a personal care level of need totals $14.95 per day, or approxi- 
mately $105. 00 per week. 

Contract Agreement 

In order to assure clear understanding of responsibilities, a contractual 
agreement is drawii up between the agency and the foster parents (See 
Appendiz I). The contract includes all areas^of service to be rendered 
the client and purchased by the agency. Specific habilitative objectives 
are a part of the program contract as well as the daily amount of time ex- 
pected to be spent on each. Of course, the responsibilities inherent to 
room, board and supervision are also part of the agreement. Exact dollar 
amounts to be paid the foster parents, as well as community programs 
the client will participate within, are part of the contract. While individu- 
al objectives are reviewed no less than monthly, the total program con- 
tract is renewable on a yearly basis. Contracts may be dissolved by 
either party at any time. 

EXPANDING FOSTER PARENT SKILLS 

In an attempt to extend the foster parent's ability beyond the focus of 
^'tende ' loving care, formal education and training pro^ 'ams were es- 
tablished. 

Tlie degree of empliasis given to preparing foster parents for their job 
in the Macomb -Oakland Regional Center model appears to differ signif- 
icantly from many deinsiitutionalization efforts. The American Associ- 
ation on Mental deficiency's Mental Retardation publication helps in 
recognizing this difference. A review of the periodical, over the past 
five years, reflects a better than twenty-to-one interest in preparing 
the client to move to the community in contrast to preparing any of those 
people (natural, foster, group liome parents) to receive the client. While 
I am not suggesting the curtailment of client readiness programming, 
there obviously needs to be. ranch more attention placed upon readjdng 
natural or surrogate parents to live and work with the individual who is 
reentering the greater community. 

Experience at the Macomb-OnJkland Regional Center has led to the belief 
that the likelihood of a client making a successful adjustment in com- 
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nimiity placement is dependent more upon the degree to wnich the parent 
is prepared than the client is readied. There have not emerged, for 
example, any absolutely essential client skills, intellectual levels or 
behavioral controls which are prerequisites to successful community 
adjustment. \Vliat has emerged as essential is simply tluit the parent, 
whether natural or surrogate, must bo prepared emotionaily, intel- 
lectually and behaviorally to accept the client wheiX3 the client is. 

The education/training requirements for foster parents operating com- 
munity' training homes call for their participation in insorvice :)nd 
continuing education programs. The former encoin])ass from tlvo to 
eight sessions of approximately three hours each.. The topics covered 
include: 

• An Orientation to Mental Retardation 

• . Normalization 

• Maintaining Safe Environments 

• Fire and Safety Considerations 

• Changing Behavior 

• Administrative Considerations 

• Leisure Time Activities 

• Community Placement 

In addition to the inservice component, parti ei^jation in monthly meetings 
for the purpose of continuing education and increasing sldlls acquisition 
are foster parent requirements. 

Treatment of subject areas within either inservice or continuing educa- 
tion remains consistently serious and ambitious in scope. Learning ob- 
jectives, discussion stimulants, demonstrations, role-playing, simulated 
exercises are all given active part? within each session. 

The linkage between foster parent training and in -house programming 
for clients is obviously a critical one. The individual objectives which 
make up the heart of the program contract can only be pursued by people 
who have a foundation of skill training. It is difficult to imagine one 
'being present without the other. Clearly, the intent and emphasis of this 
education/training and in-house programming is to radically alter the 
previously stated preconception of **Foster parents (who) might give 
love and physical care but (they) ean^t give program. 
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MONITORING 

The demand for accountability is frequently heard in mental retardation 

services today. If there was ever a mood that allowed programs to be 

financed primarily because there was an obvious need, that mood has acc^-ntability 

changed. There are very real and pervasive pressures being placed 

upon agencies' to become more conscious of where their budgeted dollar 

is going. While the presence of such auditing/management type constraints 

is sometimes viewed as an undesirable intrusion on the domain of human 

service delivery, it can be useful. 

Historically it has been difficult to monitor foster homes. That diffi- 
culty was not because satisfactory provisiorf of room, beard or super- 
vision was too elusive to determine; rather, it has been problematic 
because inadequate funding of foster homes made it hard for the case 
manager to be critical about what he or she saw. As a social worker 
pointed out a few years ago: "It is very hard to corre^ a foster parent 
for 'spoiling' a resident when she gets about the same amount of money 
to care for that boy as it costs; to board your dog. " 

The added funding and formal contractual agreement between foster par- 
ent and service agency has given the case manager a more defensible nuidance 
vantage point from which to monitor foster parent influence on the client. 
This includes the eff^' ct of subtle nuances as well as more open action 
and reaction patterns. 

In addition to the in-house program contract, which introduces a positive 
monitoring advantage to the role of the case manager, there are distinct 
advantages to the foster parent as well. The foster parent has an oppor- 
tunity to increase skills through formal training, receive fair remuner- 
ation for fair labor and presumably watch the client develop at greater 
pace than if there were no specific program in the home. 

Monthly Reports 

In order to keep the case manager current on progress being made toward 

in-house program objectives, monthly reports are completed by foster 

parents. These reports (Sec Appendix 11) are either given or mailed to rcporfing 

the case manager on a monthly basis. While thfere is more information 

contained with?n the report than just the status of in-hpuso objectives, 

this does provide a focal point for review and discussion. 

The monthly report provides a veritable chronical of the client's activity 
over the previous four weeks. Degree of movement toward objectives, 
unusual problems, social-recreational participation and medication 
changes are just a few of the areas consistently reviewed between the 
case manager and foster parent with the assistance of these reports. 
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Rather than perceiving monthly reporting as useless paperwork, foster 
parents can take this opportunity to give themselves credit for all the 
effort they have in *act put in with the resident. This scheduled require- 
ment of recording client progress, activity and overall status is typically 
seen by the foster parent as a direct reflection of their commicment to 
the client. 

The combination of. separate payment for in-house programming, month- 
ly reporting of effort spent on the behalf of the resident and frequent 
visitation (an average of 2.5 visits per month) v/ith the case manager has 
upgraded the service rendered the client as well as the relationship be- 
tween agency and provider. The martyrdom so common to traditional 
foster parents has been replaced by a more equitable sharing of respon- 
sibility and reward. 

There are additional advantages to combining the distinct features of this 
model. Both case mana;ier and foster parents alike appear to raise the 
expectations they hold for one another's behavior. The contract, bol- 
stered by the frequency of written reporting and meetings for progress 
review, requires more from each than previously was the case. 

P e r I o d i c R e V i-e w s 

Wliile individual client obiectives can be altered whenever the case manager, 
consultant and foster parents agree it ad\isable, they are discussed month- 
ly and all habilitative planning is thoroughly evaluated on a yearly basis.' 

FINDI-NG FOSTER PARENTS 

The reservations about foster care which were stated earlier, and at- 
tributed to professionals and parents, indicated that this institutional 
alternative suffered from an im^ige problem. In order to maximize its 
potential it became clear that foster parents* roles needed a rather dra- 
matic upgrading. With the addition of the in-house programming concept, 
accompanied by payment and skill training, the position of the foster par- 
ent has talcen on an increased respectability. A direct benefit of improving 
the image and rewards of foster parent:ing is that possibilities for re- 
cruitment took on a new optimistic dimension. Increased payment, in 
particular, opened the doors to individuals who have long had the skills 
and perhaps even the desire but not the income that would allow their 
staying home and making a major habilitation commitment to a retarded 
person. 

Under the present system potential foster parents can look forward to 
making a financial contribution to their household , (average weekly nmount 
for one client = $105; two clients - $210; three clients = $315) as well as 
making a positive impact on the life or lives of retarded persons. 
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Let there be no mistaken notion that being a foster parent is an "casy^^ way 
to malve money. To be sure, the demands on the foster narent participat- 
ing in. this program are tremendous. The requirement as previously 
detailed are far greater, for example, than those placed on the more 
familiar '^room, board and supervision programs. " In the community train 
ing home model foster parents are regarded ^s paraprofessioiials. Fre- 
quently they become so skilled and knowledgeable about clients that case 
managers respond to them as co-equal colleagues. 

Home Development Staff 

Efforts to recruit foster parents often seem to be fragmented within agen- 
cies. Social workers, intake workers and others with major ongoing re- 
sponsibilities are also o^iven the task of screenino- foster home n.nnlicants. 
In only the most atypical agencies are there any staff with sole responsi- 
bilities for actually promoting the growth of new homes. 

The Macomb-Oakland JRegional Center program has had consistently good 
recruitment results'^which can, in significant measure, be attributed to 
the creation of a specialty "development staff.|Jl' Over the past three and 
one-half years there has been an average of slightly less than two persons 
working on the single task of finding nev/ community training homes. Be- 
cause their roles and time have been protected from secondary assign- 
ments development staff have been able to perfect a variety of techniques 
which have resulted in over 175 community training homes. 

Recruitment Approaches 

While the development staff have employed a variety of novel approaches 
to stimulate interest in foster parenting? a single theme has been main- 
tained throughout. All promptional offorts highlight the advantages of the 
job and not the plight of the*retarded. There is a substantial difference 
between the two. Whatever the particular medium used, emphasis is 
consistently directed toward the challenges and rewards of foster care in 
the Macomb -Oakland Regional Center program. Mentally retarded per- 
sons are never, under any circumstances, made to appear in desperate 
need of charity or personal sacrifice. This fact assures both the main- 
tenance of respect and dignity for clients as it establishes a context for 
the future relationship with the foster parents. 

Classified Advertisements 

Of the several productive methods utilized to reach potential recruits, 
none has proven so consistently effective as the classified ad. Before 
actually placing the first advertisement in a local daily newspaper, the 
merits and demerits of this appr6ach were discussed at great length. 
Whether such a method would compromise the integrity of mentally re- 
tarded persons, or whe^lier it could be presented in such a way as to be 

I4d 
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respectfully received, were questions that were debated well into many 
nights. The eventual decision to utilize "want ads" was primarily based 
upon the belief that, if worded properly, the message would communicate 
that the advertisement was for a job and not benevolence. 

The experiment was an unqualified success. After more than three 
years since the first ad was placed, 03 percent of all new foster parents 
continue to be recruited by this same technique. To the present day, 
on the same pages where ejcciting new positions are announced in ac- 
counting, nursing, sales and skilled trades the following type of message 
appears: 

"As a foster parent you can. 
Be part of an individual's growth. 
Work in your own home. 
Earn $300 to $900 per month. 
Contact the Macomb-Oakland Regional Center, 
286-8400" 

The absence of "mental retardation" within the text of the ad is quite 
deliberate. The reason for the omission is that it gives recruitment 
workers an important opportunity to talk with people who might other- 
wise avoid making an inquiry because of misconceptions about mental 
retardation. This opportunity is very beneficial In that it allows the 
time and place for painting an accurate description of both mentally re- 
tarded persons and the responsibilities which are a part of being a 
foster parent. When someone responding to the ad relates that their 
real interest lies with infants, juvenile delinquents or other groups with 
similar needs, the caller is helped in making a referral to the appro- 
priate agency. 

While some question might be raised about the matter of emphasizing ^ 
monetary advantages to foster care, the emphasis has served an im- 
portant purpose. The individual giving thought to participating in the 
community training home program should be aware of the positive ele- 
ments itom the earliest possible moment. The strains, demands and 
the general difficulties of working with retarded persons will, undoubted- 
ly, occur to the interested party without coaxing. Too often the intro- 
duction to this kind of program has been by way of its difficulty and its 
privation requirements rather than its benefits. Experience has shown 
that people who enjoy the monetary rewards of the job can also make 
good foster parents. Simply wanting to earn money for a job well done 
is not necessarily mercenary nor distasteful: By thoroughly screen- 
ing applicants and stringently monitoring each operating home there- 
after/'those individuals who are attracted to foster care only because 
•arthe money are easily identified and excluded from participation. 
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WTiile classified ads have been most effective of all techniques, several 
others have brought positive result^ as well. The others presented here 
have also been consistently productive. 

Adoption Agencies 

Communication is maintained with adoption agencies so that foster care 
for retarded children or adults may also be considered by individuals 
inquiring about adoption. .' Many restrictions which eliminate adoptive 
parent applicants (e.g. , couples over 40) are not necessarily grounds for 
elimination for foster care. 

Public Service Announcements 

The Federal Comraunication Commission strongly persuades radio broad- 
casting stations to air public service announcements free of charge. These 
foinouncements must have the best interest of the community in mind. , 
The Macomb-Oaklajid Regional Center calls on area stations to use ad- 
vertisements for foster parents. To assist the station^ announcements 
are written, and sometimes read, by agency staff. A variety of an-- 
uouncements are provided, differing in time (i.e. , 10, 30 and 60 second 
-v^ots) and are always well written, being succinct as well as interesting. 
; approach has resulted in good relations with the broadcast media 
and numerous follow-up calls to the advertisements. 

Bulletins and Posters 

Contacts have been maintained with a number of school systems for pur- 
poses of informing personnel about community placement efforts. Bulle- 
tins and posters describing the opportunities in community training homes 
are periodically distributed to public and private schools where they are 
circulated%nd/or displayed. The response to such initiatives, while not 
being large in number, has resulted in several outstanding placements. 
Posters have also been circulated to libraries and generic service agen- 
cies, such as Big Brothers, with similar results. 

Foster Parent Referrals 

Foster parents are approached from time to time to ascertain whether 
or not they mi^t know of new potential participants for the program. 
While this has been an unpredictable source of referral, it has made 
positive contributions. 

Information Booths 

Education and information about the Macomb-Oakland Regional Center 
in general, and foster care opportunities in particular, are occasionally 
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disseminated from tooths \vi thin sliopping malls, art shows, antique 
fairs and other similar gatherings.- A sliort slide and audio presenta- 
tion is part of the paekage. Descriptive material is passed out to people 
who show an interest, with follow-up contacts available afterward. This 
approach has proven worthy of tlie effort for community training home 
recruitment. WHiile there is no supporting empirical data, the informa- 
tion shared in tliis manner \vitli the public about mental retardation and 
normalization trends appears to positively affect attitudes. 

NaturalParents 

eommiinications hnve been made with natural parents of retarded persons 
to inquire about possible interest in being a foster parent. Thou^ it may 
initiall}' seem like a very' remote likelihood, some parents have joine'd 
the program. The fact that tliey have learned much about developmental 
gTowth and behavior modification, among other topics, and generally 
are confident of their skills in working with mentally retarded persons 
makes some parents good candidates for community training home partic- 
ipation. Tliey likewise respond favorably to the opportunity to introduce 
a new member of the household as a companion to their son or daughter. 
This method has produced limited but high quality results. 

A rticles 

Each year an average of over 100 separate Macomb-Oakland Regional 
Center news stories appear in local newspapers. While most of theSe 
stories focus upon some new development within the agency, many high- 
light community placement. Invariably with each of these. articles there 
is an opportunity t6 speak with the reporter preparing the story. Such 
contact affords good opportunity to give Information about the campaign 
for foster parent recruitment, positive community training home features 
and the successful adjustnients of clients who have reentered the greater, 
community. On numerous occasions extensive articles have been ex- . 
clusively devoted to the variety of challenges and rewards inherent to 
the" foster care program. Again, as with so many other approaches, the 
gains are measured in positive changes!, in public attitudes as well as *. 
new homes. | - 

Miscellaneous i 

I 

Several techniques have been used wiiich are aimed at large undifferenti- 
ated audiences. The information given here is always extremely sliort 
and to the point. Bumper stickers with the simple message: ^'FOSTER 
CARE, CALL 280-8400^' have been modestly successful in stimulating 
interest in the program. Billboards and electric signs have also carried 
similar advertisements with like results. Television appearances on 
talk shows have been very reinforcing to the participating staff and also 



important for generally educating' the public about current trends in the 
field of mental retaixlation, as well as y-enerating interest in the com- 
munity training home program. 

FOSTER PARENT QUALIFICATIONS 

The* licensing requirements for foster parents in the community training 
home program are both objective, i.e. , "a home shall not be licensed in 
which any member of the household is mentally ill or on convalescent 
status from a mental hospital, ''^ and interpretive, i. e. , '^members of 
the^ family shall be of good character. ^ Likewise the physical structure 
of the home must undergo similar objective and interpretive evaluation. 

In many respects the more important requirements are the interiD^tive 
ones directed toward the applicant. Here the i^ividual developiWnt staff 
J\\^A\her has the responsibili^ for determining 'the relative "qualUy" of 
the. applicant and the personal characteristics of the entire hous^old. ^ 
-^XK'^ile there are a number of indivfHu ally preferred ways of proceeding 
''in the. task of. screening t>otential foster ^a^nts,' the process itself is 
extrerivelydemaBding^, Aside- initial contacts with a person inter- 
estecTin the ewgrajiivi^ three to four visits are madfe to theappli- 
cant's hSme." T^Te purpose of these yisits is as much to observe f^iiily 
interaction a3 it is to' v^fySquarc^ footage i^equirements . The following 
discus sion^i-gWigl-As i whidh home development staff 

feel are e3seriti-ai to' Evaluating -g: fostdr^a^nt applicant. + 

•'"^ Rules for Licensjng::: - Foster Family Home^-anc] Foste r Familv Group 
Homes. Lfuising,' Michigan: State of Michigan,- pepartment of,. _ 
Social- Services, March 1975. R. 'iOO-loV, ' ' - f '^^'" 

•■■-•.,-■,•.<• ^ ... - - ' . . *■ / - » - 1' 

Rules' for rioensing: Foster Family Homes and.Foster Fdmily Group 
- Homes. Xdnsing,^MichlgMi: State,..of Michigan, Departn\ent of 
So'cial Services, Mafcii. 1975. R. 400.193. ' ^ 



*^fuch of this 'discussion on Basic Qualifications for Community Train- 
ing Home- Program for foster parents was written with Urbano 
Censoni, M.A., and David Evans, M.A.T. , and previously appeared 
in the Community Placement Plajs for the Aiemb6rs tethe Willow- 
' brook Plan in NYSARC and Parisi vs. Garey . Prepallred under the 
direction of the WillowHrook Review Panel, Jas. CleWients, Chair- 
man, p. 135-7, 1976. ' , . . ' 
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Some of the desirable characteristics to be considered are: patience, 
adaptabilit^s understanding, warmth, openniindedness, acceptance, 
maturit}'' and stability. Other factors to be considered should include 
physical aspects of the home itself; i.e. , housekeeping habits, environ- 
mental enrichment, pleasantness of atniosphere arid degree of organiza- 
tion. Location should be considered to be assured that there is :\n easy, 
access to community recreational facilities, churches, *'Sto res, schools, 
employment opoortunities and similar integrative sites. In general 
tenns, the development staff worker should determine: 

• Why an individual is interested in foster carc-; i.e/:^ the reason ^ 
for motivation, . - 

• WTiether the individual has had any previous exposure to or exper- 
ience in providing similar services and, if so, in what capacity? 
WTiether individuAls have ever been licensed in the past for foster 
or day care. Was the service up to high standard? 

• Whether there are cevt^\i preferen' . as to the degree xfTliaCndi- 
cap the family is able 1 1 accept in the new member of their home 
(e.g., complete mobility, expressive language, self-care skills). 
Is tlie family able to deal with a person who has a secondaTy handi-, 

'„ ^^1?? . \ 

m Wliat are the applicant's cx]DCCt<ations of tlie individual who will be 
the new resident in his or her home? 

• Wliat methods of discipline are used in the home? Is the applicant 
"willing. to refraiii from using physical punishment with a new resi- 

Jcjit, even though it is used with his or her own children? 

• Whether the individual is consisteiit in handling his or her own 
affairs. Is the applicant considerate to others, dependable, etc. ? 

• Wliether the individual is willing to learn how to be an outstanding 
foster parent. Is he or she apt to look forward to education/train- 
ing sessions and seek to gain from them? 

• Wn .'ther the individual deals with present family members in an 
appropriate manner. IIow flexible is tlie applicajit wlien thini;*s are 
not going well? ^ 

• Would the potential foster family h7itt3 any reserv^ations about tal<- 
ing a resident with tlieni on shopping trips, recreational outings, 
restaurants? How woultl foster pc rents react to negative comments 
by itlici^s V How difncult would the adjustment be for other family 
members ? 

• WHiether the applic\ants wr)uLi ny.^.ct ros])onsil)lv in a rrisis sikuition? 
Would they tend to bo ovotprotcetive ? 
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d UliGthtr the family could nial<G a contributioa of time and onergj' to 
the life of a now member. 

WTiile the varied recruitment approaches interest large numbers of people 
in the communit\^ training home program, verj' few individuals are actually 
accepted. In the words of an experienced development staff member: 
•^Ve interview individuals who are applying for a rewarding, important 
yet extremely demanding job. We look for people who are able to raise 
adults not children. People like that are not easy to find. ""^ 

CONSULTANT STAFF 

In order to assure foster parents and clients of appropriate professional 
follow-along support a team of consultants is available to exclusively serve 
the community placement programs. This foam consists of a variety tsan 
of disciplines built around physician, nurse, psychologist and educator. , approacli 
WTiile individual consultants do proWdo direct snrvice wherTiTcbessitfy, 
they also spend considerable tir-o in e.- .'filishuig and maintaining con- 
tacts with their professional count., qxirts in the community. All com- 
munity' training home residents, for example, have their o%vn "family" 
physicians, in the community, who serve the mentally retarded patient as 
they would' any other patient. Tne physic ian also is aware that any assist- 
imoe he or she might desire is avrjilable through the Macomb-OjxJdand 
Regional Center medical consultant. 

By making consultants accessible for in-lioiuo programming and foster 
parent training the client is assured quality' follow-along. By making 
themselves available for referral the consultants help the client integra- 
tion process by supporting service acquisition from community -based , onsdtatinn 
resources. Kach of these assurances brought by the consultant group 
results in the foster parent feeling more secure in backup and better 
directed in their contribution of room,, board, supervision and in-house 
programming. 

CONCLUSION 

Wlien examining the strengths and limitations of the community training . 
home it is understood that inevitably someone will detract from design 
or structure. With this, as any other model, one hundred reasons can 
be- given for weakTiess and for the concept being unworlcable. The fact 
of the matter is, however, that it has worked and worked well. 



'^Rofxjrts, S. Macomb-Oakhmd Regional Center Development Stiff 
Supervisor. Discussion on foster parent requirements. Mt. 
Clemens, Michigan, November 10, 1^7(\. 



152 



150 



In the three and one -half years since the Macomb-Oakland Regional Center 
refurbished the traditional foster home model, over 175 community train- 
ing homes have been developed. At the present time there are over 184 
children and adults living in some 135 placements. Clients here vary in 
level of handicap from mild to profoundly retarded, with 50 percent being 
in the severe rcmge. 

The linking of pa5nnent for in-house program contractual agreerients, 
skills training and close monitoring procedures have in combination un- 
equivocally expanded the versatility of this variation of the foster home. 
Over 3 1 percent of all' individuals initially seeking institutional admis- 
sion receive preferable placements in community training homes instead. 
For these people the institutional step is thus eliminated altogether. 

Specialization of recruitment roles and marketing, rather than charity- 
like, approaches, has resulted in the home development .^taff having the 
luxury of being so selective as to accept only one out of every 30 initial 
applicants. 

The limitations, stated earlier as being frequently pointed out by profes- 
sionals, are not resolved in every community training home. There have 
been individual home failures, and clients have had to be moved. Such 
occurrences are extremely rare, however^ and the percentages would 
indicate that placements are well worth the risk. 

Natural parents and guardians have become so accepting of the program 
that after visitations with foster parents in their individual' community 
training home and a review of all the features of the program rejection 
of the placement is virtually non-existent. 

In the Macomb -Oakland Regional Center hierarchy of institutional alter- 
natives the community training home is not in last but first place in 
numbers of clients in residence. It is also viewed most often as the 
preferred option outside of the natural home. 

The community training home is certainly not the single answer to com- 
munity placement. Much more work must be directed toward supporting 
natural home living, and additional models for specialized living arrange- 
ments arc obviously required before we can even begin to get within 
reaching distance of any ideal answers. 

Our experience with the community training home model has proven it 
to be a desirable normative setting, adaptable to a multiplicity of needs. 
Much of the moders potential as a promising residential alternative lies 
within this capacit>^ to be both versatile to the .agency and sensitive :o 
the individual. 

m 
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COMmiNn^Y PLACEMENT 
PROGR.A.M DESCRIPTION 



Completion Instructions 
on Back of WTiito Copy 



Appendix I 



Check I'acilit\' T^'pe - 
[ I Foster Family Care 



I I Community Living 



2. No. Beds 
Contracted - 



3. No. Resldbnta on 
This Program - 



4. Agency Name 



5. Agency Code 



Homo/Faeilit>' Nar e 



7. Home/Facility Code 



3. General Description of Home/ Facility' - 



9. Chameteristics cf Residents Dein^ Served - 



10. Specific Proi^ram Objectives - 



11. Activiti and/or Services of Proj;ram (Specifv Estimated Time for Each) 

A. Provided Throu^^h This Contract - 

B. Provifl(Ml by Other Communitv Agencies (TSD.fjtREL, ETC.) - 



12. Per Diem Costs for Activities and/or Services Listed in Sect. 11. A. Above - 

Actlvit\VService Hours Per Time Period Rate Per Time Period Per Diem Rate 



Total Per Diem Rate 



13. Supervision (Specify Evaluation Procedures to Monitor A ix)ve Activities/Services) - 



Blue Copy - Central Office 



Grc'in Copy - Agency 



W'hite Copy - A:anager 
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Mlt«iCiW%f:.EPARTMEI\JT OF MENTAL HEALTH 
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M.^sident's li'^*:-/ 
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COM^jNlTY TIUINLNG HOME MONTIILV PROflRKSS HHPOKT 



In. V(:i^;iit: lir, 



Ff' [list as ir. ?mm T'cscrlpticnj e.i/., 
self-care, drc^ssin.^, and specify 'iS ' 
ne'jeijsary: e.i?., le:irniry.' to ti; shcf's; 
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!)c;tor, Tentlst, Me Date Peaaon 

Therapist'' or other 



Prcfeesional Contacts Speciality Treatment 



name Hate Reason 



Speciality Treatment 



Name Date Reason 



Treatment 



current xdi-atior.s; Tj-pe (i.e., Dilantin) kount (I.e., 5 .nilligrms) Frequency (3 times per daj 



1. 



5. 



Xere any of these Redlcations changed in type, Mount or frequency, during the past month? Yes 



No 



If yes, vhat '-fas the change? 

M ordered the change? ^ . 

Do you believe current a,iiounts of medications are appropriate? Yes 

no, please explain; \ 



Social and Recreational Contacts; 

7. 



Haye you had contact with the school or workshop? 



If yes, D(»Bcrll)e 



Have you had any contact with the resident's fomlly or 2uardian? If yes, hov many? 

Did the reslder.t'5 farraly or fjardlnn ^;isit during the month? If yes, hov often? _ 

M the resident nployed at an;i:ifr.e during the month? If yeB, where? 



Aas the resident inforir.ed as to his progress in reaching program goals for this month?... 
By who.^, 'i.e., Hone operator, social worker) 



Are you presently satisfied wit\ any cr all aspects of the Coiriiiunity Training Hone Prograni: 

1. Very /'itirflod 2, ;atl!ified 3. Hot .Miticfled l|. Very Dissatisfied 



Please explain i.:' 3 " vt-rf ^iii-'.'kH: 



The Villase 

Innisfree Villase 



HEINZ KRAMP 

In 1971, 'on a four hundred acre farm adjacent to the Shenandoah Nationiil 
Forest in the foothills of the Blue Ridge Mountains of Virginia, a com- 
munity called Innisfree Village came into being. The name conies from 
the Yeats poem in which a primal and profound song draws the poet to an 
island of peace--a sensation bound closely to the passing day^s beauty of 
sound, color and li^t. The Village was formed as Innisfree, Inc. , a tax 
exempt, charitable and educational public foundation to provide, in many 
cases, a life-span facility for mentally handicapped adults. Dedicated to 
creating an environment where volunteer workers would live and work with 
mentally handicapped adults eighteen and over, the Village grrw from a 
few workers, their families and two villagers (a term used to distinguish 
the mentally handicapped) to a community tlTat is now inhabited by 30 vil- 
lagers and 20 co-workers and their children. The. basic intention behind 
Innisfree's creation was to provide a home environment that would foster 
the development of the mentally handicapped person and lead him on a 
course where his full potential as a human being would be actualized. 
Decisions by the Villagers management are made in response to this ob- 
ligation. 

The purpose of this discussion is not to trace the historical development 
of Innisfree, which would cover the evolution of the community sociological- 
ly, economically, ethically and in every other way in which a society grows, 
but rather to try and delineate those elements within this intentional society 
which act as catalytic agents for growth. The importance of this kind of 
theoretical identification lies in the possibility of replications of the vil- 
lage model in different locations and across a span of time. 
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Sovonil pron\lsos [^ovonicd Iiuiisfreo^s bcKiniiiiif^'S, and tliey all attest to 
tlie tact that society was not meeting? tlie needs of the adult retarded, 
hniin-Khuna^-ed, autistie or ehronic seliizophronic person, Eitlier he 
was shunted off to near "non-existence" in a \avgc institutional setting, 
or lie fomul liinisolf confined in a narrow world of home, a prisoner of 
liis tamily's embarrassment imd oveiproteetiveness - an adult condemned 
to a chikPs life. In some cases he found cniplo>Tnent and im independent 
livini^' situation, but one tliat was bereft of sochd contacts and mcimin;;-. 
A new kind of society was envisioned by the founders of Innisfree; one 
winch would be somewhat removed from the hectic flux and flow of 
modem urban life. Specifically, a farm community was begun where 
there was more time, more freedom of movement, more directness of 
rewards, but rdso where the numlx3r of conflicting stimuli were con- 
siderably reduced. 

The Corporation has a Board of Directors whose selection is based on 
their interest and background in the field of non-institutional care of 
mentiilly handicapped individuals. The Board is responsible for estab- 
lishing policies and overall guidance of the Village, including capital 
and operational financing, gcncnil administration and the admission 
procedures for villagxjrs and co-workers. The Board elects corporate 
officers to Fidfill tlie responsibilities of President, Vice President, 
Sccretiiiy and Treasurer and has created an Executive Committee con- 
sisting of several Board members who are authorized to act on behalf 
of the Board. 

The Village has ;ui Advisor^' Board whose mcmters are highly qualified 
in several medical and psychiatric disciplines, and their p^x?fessional 
coiuiseJing lias Ix^en of inestijnablc help to the Village. 

l).^.^to-d:- ''Ministration is delegated to the Kxeeutive Director and tlie 
Assistant i tor, who are responsible to the Board for the operation 
of the Vi[;^ Clearly, the fundamental obligation of the Village is to 
sen'c its icsidents, demonstrating that this pioneering effort is a small 
hut vialjle response to a problem of immense proportions. 

it is important that one is aware that the Village has' had to obtain, and 
must maintain, authorization and approval from federal, state and local 
.;ovenimental agencies. These approvals, which are manifestly essential 
to the continuation of the work of the Village, are subject to rcgidar and 
close review by the granting agency which has the right and, in fact, 
quite regularly exercises tlie right, to modify the terms and conditions 
.,f tlieir conttnued appro\'al of hinisfree's operation. We are pleased and 
in'oud that the Village h&s been successful in meeting the requirements 
of the various taxing and licensing offices that permit us to operate, r.nd 
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it is obvious that our uorU.iniiotI oi)e ration rcMjUiros conti:)lian'.:e with 
fuhin* rcuiri roments of those agencies. 

Anotlior impoiiaiit <M)nsti1\ioncy to \vhic»i innisfrcc has a continuing- obli.i;Ti- 
tion is that t»roup of l)encfactors whoso i»;cncrous economic support has 
allowed the Villai^e to create an outstanding physical ])lant as well as to 
support the si<;iiificmit annual operating;' deficils that have occurred each 
year since its founding;'. WHiile wc are most f^*ratefiil for this past suppoit, 
we are acutely aware that the Villa.^e must continue to attract contribu- 
tions iuid .grants to create scholarshi]os, to reduce its present clebt level 
and to provide facilities to ]:>ernnt the eontinuinj;' development of the Village. 

The Villaiio, as it is today, consists of a number of self-conUiined livin.i;* 
units; in some, villagers and co-workers live as fully functionin<»' extended 
family uniti; sharint;* all household chores and responsibilities; in others, 
co-w^orkors or villagers live in separate smaller houses, functioning; in- 
dependently but offering each other mutual suppoit when needed. Every- 
one in the Villa^^^-e shares in the work of the community: in the weavcr>s 
wlicrc serapis, mats imd blankets arc woven; in the bakeiy, where 1,500 
loaves of bread can be baJ^od each week; in tlic woodworkinjj; shop, where 
wooden toys and furniture are constructed; or on the farm and in the gav- 
dcns, where much of tlie food used by the Village is raised. One of the 
goals of the community is to move toward greater economic self-sufficiency. 
The Village has a director, who is also the co-founder of the communitvs 
a governing committee with a rotating membership of villagers and co- 
workers and committees for various functions of work and life in the 
Village. Social life is varied tmd active both in the Village and in the near- 
by communities, involving folk dancing, hiking, play reading, dances, 
etc. 

The key to hinisfree^s continued development is its ability to attract and 
retain a group of dedicated co-workers who combine a concern for the 
handicapped with a desire to contribute all of their tiilents to the challenge 
of creating an environment that best meets the needs of our handicapped 
villagers. Working with the handicapped can be emotionally draining but, 
at the same time, the rQWTirds of helping another climb the ladder of dig- 
nity and self-worth can be tremendous. 

The serious responsibilities that arc assumed by each co-worker warr^mt 
an intensive analysis of each candidate's maturity, motivation ruul ability 
to cope \\ith a wide range of challenging problems on a continuing basis 
Ixifore a comnaitment is offered or accepted. 

A prospective co-worker should be aware that while a large measure of 
self-"*ovemance is encouraged through severed co-worker committees, 
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the oblii»':itions of the Village to its various constituencies necessitate 
the obsen'ance of certain guidelines. These arc dcsiijiecl to assure 
confonna ice with standards that arc nonnal in tlie field of non-nicdieal 
residential care of handicapped persons, :is well as to provide reason- 
able solutions to administrative proi^lcnis that have occurred as tiie 
\^illage g'rcw, 

A co-workcr^s decision to come to Innisfree is made only after a month^s 
trial |)cr-iod at the \Mlku^c lias been successfully completed imd \iri\)\\cs 
:vj;vvcmcnt to conform to the guidelines (^f tiic Village, including: 

# .\n accepted co-worker f oxiK-ctod to make :i c« . .mitment to 
serve the '-onmumitv' for at least rme year. 

# Co-workers are entitled to tiiroe weeks* vacation during the year. 
It is oxioected that one week of vacation v/ill be taken a])]n-oximately 
:U) days after arrival and the i):ilancc after six montlis at the Villagx^. 
I he VillagX3 must :ilways bo adequately stiiffcd and vacations ckjsirod 
(kiring the Village holiday periods (Spring, Thanlcsgiving :md Christ- 
mas) must be coordinated within the community to assure that 
cnougli assistance is always available to meet the requirements <d' 
thv^ villagers who remain at Innisfree ckiring these periods. 

0 Co-workers arc provided with food, clothing, personal incidentals 
and lodging under the pre\^iling budgetary allowance; Blue Cross - 
Blue Sln'eld medical insurance, SIO a (kiy wliile on vacation and a 
severance allowance of $2.1 per month, which accrues and is paid 
only after six months of service, v;hcn tlie co-worker leaves the 
\'illage. 

# The Village^s T-esponsii)ilities as a long-term residential care facil- 
ity* reciuire close coordination between house parents, tlio Villagers 
Director, professional advisors and tlie parents or guardians in all 
decisions that might affect the villager's development and progress. 

A description of this kind is only cursor^^ but docs offer : l)ackground on 
which the particular growth inducing elements can be i;i:miinatcd. In 
moving through a hierarchy of needs ^ it is established that once the 
individual's physical needs are met and his relative security assured, 
tlic whole area of the need for meaningful employment and tlie need for 
love come into focus. These basic needs are universal: with the handi- 
capped person chey are often unmet needs. The effect of meeting these 
needs has had a dramatic effect on the lives of the people at Innisfree. 
Though the mentally handicapped person has greater needs for immediate 
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mcanin.i? to wliatcvcr he does, many work situations for the liandicapped 
individual involve meaningless, repetitious tasks. The villaiA-er who 
baizes bread in the mominL** afjnnisfree sees it on the table at the even- 
ing meal-; if he or slie wea-\^esV blanket, it will probably also be sold at 
the local crafts fair. The house he lives in will^probably have nails 
which he has pounded into the walls. There is a definite sense of im- 
mediacy and of being a cause in the total environment. A sense of pride 
is developed in seeing the community grow because of the individual^'^ 
effort. This spills over into the whole categ03n^ of need for love, apjK'oval 
:md I'clationslnps. Innisfree offers, in its supportive^ ^Mivironment, h ' 
place where the liandieapj^ed person <:jan develop dyatuu relationships in 
a purposeful way so that he enriches the lives of the people concerned - 
an.l tliose around him. The \allagcr also experiences the fact tliat he; is 
a p:»rson valued by a whole communit>' of people for being himself, lli.s 
development of self-worth grow^ as he hears his own voice in Village 
m(^etin^•3 :md his suggestions l^ing implemented into actions. As ho 
walks the t\vo to five miles a^Whid the Village that Ids daily routine of 
work, rest and socializing requires, his body becomes stronger and 
his initiative is reinforced. Most handicappc^d persons who have come 
CO Imdsfree have never experienced the ^^right\' to visit thei-r noightors 
or to transport themselves to wliere tliey needed to go^ Tlie freedom of 
movement around the Village again enhaa^s tlie need of tlie person to he 
effeciive; literally to be able to effect where liis body will move and tlie 
choie(vsi^c^^^on and subsequent implementation' that involves. * hi Mas- 
low's hieiVirchy, the villager might be fulfilling a lot pf his liigher ne^(^is 
for self-actualization throui:^ simple actions, such as gtoing to see a 
fiiend down the road after dinner. 

The dramatic growUi imd development noted over time in the people who 
come to Innisfree can be attributed partially to the physical and structural 
factors tliat constitute the commu V Certainly the ihtensely beautiful 
setting, the -woods and farmland • t ' le mountains contribute, as do the at 
tractive houses, the simplicity of k and the relatively uncoinpMcatcd 
nature of a life which is somewhat like a nineteenth centur^^ rural commun- 
it>^ Howevery what distinguislies the thinking that shapes Innisfree's 
impact on thgrndividual? , .. 

Innisfree grows out of th^ tradition of milieu therapy and Maxwell Jonoe'-^ 
notion of the therapeutic communUA'. " Tlie emphasis on the slielcered as- 
oect of the environment and thc^ importance of allowing the indivichial free- 
dom to influence his world are comm.on to all three appro: iclies. Implicit 
in Jones^ theory is the idea that the traditional hospiUil, or otlier institu- 

^Jones, Maxwell. Social Psvc hiatn^ in Prr , tice: The idea o.^' ^^ ^erapeutic 
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i:on, r-^-]S tlv^ 'ndividual of his rii^-ht to choose, to effect, to initiate, to 
I.»t:. c:r.o ara, i.\ fact, his liv^ht to bo. In the sense that Irmisfrcc provides 
a total en^rironment it goes beyond the concepts of the therapeutic coni- 
niunit>\ Jones points o'ut that any hospital, and most institutions, suffer 
from tl)C hierarchical, authoritarian nature of tlie trainin^^ of tlie pro- 
k \als involvoJ wlicncvcr any attempt is made to create a democratic, 
the. Jtie milieu. Innisfrcc^s co-workers, as non-professionals, have 
not »v:-n preconditione d into this authoritarian mold, and this has allowed 
f.|-- devcloT.mcnt of a d(imocratic therapeutic atmosphere. The point to 
he c.nphasizod licrc is tliat hinisfrco comes out of, but is different from, 
the traditional concept of therap'nitic communities. 

Tlio n:ost salient factor of the tlieorotioal framework underlying hinisfrec 
soor.;s to he that it is a total society involving thc person in it in a holistic 

it is i^^-plicd in otlicr ti?erapcutic communities tliaf there, will be 
iinom-ention strategics at particular times. Here the inten^ention is con- 
tinual, woven intiicately into U hours of cho <hiy,' s^ccondly, the villager 
contributes to h\s owTi program thrc.gh vclug irvolved in a ii\ang situa- 
tion which allows him room to oto"/. Since the' co-workers are not i>ro- 
tossionals, resources for ^'trcatmcnt^^ come from an, inkirweavirg of 
individual and com-^ujiit};- needs. A constimt regenerative mvent'vcncss 
is required by life experiences wl^ch arc always changing. The contin- 
u.^^g change in living arrangcnienLS exemplifies this idea. Another way 
of ex]))V'ssing this notion is that the person Jt Innisfrec is involved m 
shaping the community at .dl levels, therapeutically, sociologically, 
i^aiitically :mc\ econv>mically. ^ 

Arising from inu being n^on^- tha'A any of the£C other idcat? is tnc fact 
llKit tlic theory is open— its gcstrJt is :ilv^ays changing even through ideas 
are basically arrivcduit through cnipincii observations. As the villager 
Mcanis new .jhysieal aiid soci:il s.ifls, Uic paHcnis of his or her .^iadon- 
sliips cliange. An open and demo^:rati(; soei.il structure evolves natunuly 
from this grov.'-J). Movement is seen, K^thm the indi\ .dual and the c*om- 
munit\-, from a need for authoriUinan structure to a self-i..<pressive, 
democratic 7iiode; also, moveriienl from a supportive, sheltered environ- 
ment of living tow\ard one which involves risk taking. The community 
Vets up new situations aj:> new giuvvlh needs demana them. 

Ano Cher precept imdersr.:oi\i& Innisf-.^c's long-range aspect. The stability 
and peiisistenec inherent in the fact that many people come to live nt - 
Innisfrec for the rest of their lives is quite important. Some people, of 
course, become eapal)lc of returning to live in Vne ?n'catcr comn^un^t>^ 
but they are also strchgly affected by this stabfiity factor. Another of 
the powerful forces toward self-aetu: Jization in the Village lies in the 
fapt that feverjthlng that happens affects cvcry-one else the. same W' 



The sense of inclusion and interrcsponsibility affects evon the non~verbiil 
poople, since communication will occur through multiple contacts in many 
.situations. 

Tlio i ature of the ideai just discussed is certainly heuristic. Innisfree 
would he a logical and exciting place to start d k- ;]^ltudinal growth study: 
to identify ivh^re people were when they started; ow they developed; and 
to B^n to validate (or rof^.ite'. vliat ^actors are -owth inducing in this 
particuTTTr environment. There are some interosting observations w]iich 
serv^ as a point of dopart^.ire for ^myone interested in suoh a project: 

% People c^nie to hinisfree with what we will call, for lacjk of a 

better term, a rcpressecJ sens^ of their o^vn identity. After about 
a year and a half in thu ViUago there is a strong surge toward es- 
tablishing and exploring th.'it identit3^ This involves sexual, social 
and work attitude?.. 

% After a short period of time a marked d(^creaso in n^edical problems 
i§ obseirved. 

9 There is a marked reduction of tension. The most dramatic e\ndence 
of this is the consistent reduction of epileptic sei/iures, in lx)th 
f:V'quGnc:r and severit-* (one-third of the villagers are epileptic). 

% There is marked improvement in the physical posture, the mobility 
and often the appearance of villagers. 

0 There is a marked i'edu<»tion in tlie need for psychotropic dnigs among 
the schizophrenic villagers. Some schizophrenics are completely 
off dnjgs. 

1^ The relationship U-rween parents and villagers seems to change. 
Parents have s^nv nf their guilt alleviated in seeing tlieir children 
in a conducive L-nv-^ ^'onmant. Parents begin to see their children mere 
as av-iults. 

Innisfree is a private institution, supported the last five years by a fev/ 
gi^nerous individuals and rants from interested foundations. Villagers 
muet pa^^ a monthly fee, and although it compares favorably with costs of 
less enli^-htened institutions, it is still considerable. For some of tlie 
families the amount is a severe hardship. Unfortunately, the Village is 
not yet ^olvent cno'igh to provide scholarships based solel;; on financial 
need. Hopefully, Innisfree will prove its success and validity* to enough 
foundations and private institutions which will provide grertfi^r finaneial 
support. 

Our goal is to be accepted for who we are, without laijols VivM rostiiet 
or apo]o:^^'>',e for us. The handicapped men and women are striving hard 
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to prove themselves capable and worthy of society's respect. On^ strong 
ambition is to be considered competent and responsible, a model and 
teacher, a co-worker. Soma ciay, and the day is inevitable, the Village 
will rid itself of labels. Some day, too, every person there will beeome 
a co-worker because recognition will come that everyone is at Innisfree 
for the same purpose — to prove fundamentals about himself which are 
positive and affirming. 

Mental handicap is not viewed as a hu; Heap of the whole person. Rather, 
the natural unfolding of the, individual as a social, emotional, creative 
being is seen to t:iJ<e place when extraordinary pressures are relieved. 
In this paper we have attempted to identify sojne of the thecietical back- 
o'round of tins eommunity, whose avowed intention is to foster and de- 
velop tiie maximum pocentiabof a certain segnient of our population. 
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Summary and Trends 



FRANK J. MENOLASCINO 

s 

Summary 

It is my task to summarize the key elements of this two -day Forum on 
Residential Services. Recent court decisions, accreditation standards , 
and federal regulations are mandating a reduction of the current popula- 
tion in large public institutions --along with'major improvements in the 
quality of ail residential programs. A lack of adequately described al- 
tentative residential models places state planners and consumer advo- 
cates in a position of making poorly informed decisions^ State agencies 
have frequently committed enormous resources to resrJential service 
plants which later prove ineffective, disruptive, .contradictory and, in 
some cases, illegal because the planners did not have access to the vol- 
ume of reliable and appropriate alternative service model options. Tlie 
overriding hope of this conference was that its format and content be 
correctly desi&aed so as to have maximum impact on the problems and 
dilemmas faced by state and local planners of residential serviced for 
our mentally retarded citizeas. 

.This overall goal was addressed by providing the basic information nec- 
essary to develop action plans for implementing a comprehensive sys- 
tem of residential services; showcases were utilized to both illustrate 
and discuss better models— which embody the elements of this planning 
approach. It is a tribute to Eleanor Elkin, Chairperson otour NARC 
Residential Services Committee, and Gene Patterson, our NARC resi- 
dential staff resource, and the kindness of a contributor to our national 
ARC movement that this Residential Forum has Ix^en able to directly 
address itself to these readily apparent needs. 
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This Forum's proceedings were opened by some free associations by my- 
self, and then Eleanor presented an eloquent overview of the evolution of 
^st and current NARC residential service policy statements. She 
sharply underscored tlie fact that in the late sixties there was a major 
f\n\i aro'ind of our NARC movement. She noted that, in the fifties and 
eaT'ly sixties, wc had tried to improve the institutions in every way pos- 
sible and, despite our persistent efforts, there came the sobering aware- 
ness that we had to seek viable alternatives outside of the traditional 
public institutional setting. Eleanor reviewed some of our past NARC 
residential policy statements from the sixties, and they sounded as if 
thoy could liave been issued last year, yesterday or today— sobering, 
very sobering. 

She reminded us that our ARC movement's residential policy statement 
in Montreal (i.e. , that there should be no residential construction on 
the grounds'of current public institutions for the retarded in this coun- 
try) produced much gnashing of teeth among many individuals and groups 
in our country. Much of this turmoil was also experienced by our own 
0 ARC units— they had residential expansion programs on the planning . 
board, political agreements to be consummated, edifices were to go up — 
but Montreal's policy statement went straight through all of these mixed 
expectations. During this Forum we have clearly noted that despite 
the Montreal policy there has been an end -run. Yes, there have not 
been any appreciable numbers of new residential beds at the old insti- 
Ititions; instead, there have been many new small institutions erected 
elsewhere. Essentially an end-run around our^ Montreal policy statement 
has been accomplished. 

Jolin McGcc discussed in his pre jcntation the pressing need^to closely 
ex:miine what we do in our curre nt luid future provisions fcr residential 
alternatives— and why. More specifically- he spoke of a sliding contin- 
uum of services: from least to most restrictive environments and allied 
program goals. One of the illustration?? he utilized showed us very clearly 
that in this sliding continuum there arc also sliding expectations. The 
more you went to the right on the continuum the less restrictive was the 
living environment ^md more developmental opportunities were provided 
to the retarded ci'Hzem lie also stressed the crucial role of tlie family 
in provi , ling these opporttmities. Indeed, the issues are not restricted 
to the states that John mentioned— they are issues and challenges which 
occur across our country in state after state. It went through my mind 
that this young man is really quite "old" in some of his views. He spoke 
of our need to continually stress the dignity of people, including the cen- 
tral need to provide effective support systems for the family units in our 
society— especially for someone the sociologists label as ^deviant. " IT : 
stressed that we should scratch this and other labels and talk about fellow 
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citizens who have aii inalienable right to dcvelopmentally -oriented pro- 
grams within least restrictive settings which fully embody the. program 
principles of normalization. He noted that professionals must contin- 
uMy commit themselves to self-examination of whether their programs 
truly embody the sliding continuum of program ingredients within the 
associated dimension of higher or lower program expectations. 

IDuring the luncheon session' Fred Krauso gave a fine but rather perplex- 
ing presentation. I saw Fredas overheads on the decreasing population 
of the larg-e public institutions; there was also visual proof that the num- 
ber of facilities have increased--lowcrcd populations in a greater number 
of institutions. The overhead visual demonstrations brou^it back the rcsi 
dcntial datii I viewed in the. Fall of 1971 when, for the first time in almost 
seven decades in this country, there were more discharges than admis- 
sions to the large public institutions for the mentally .retarded. First 
time in OS years! And now we have Ixiilt smaller places for them to re- 
side. 

Fred also reviewed recent data on the "levels" of the symptom of retiirda- 
tion in the retarded citizens who still reside in the large institutions: the 
majority arc severely retarded individuals with multiple handicaps- 
Equally disturbing was Fredas graph which clearly showed that 15 of each 
1() dollars spent in residential services for our retarded citizens still 
continue to go to support the large public institutions. No matter how 
you move these financial figures around they are still going to the his- 
torical backbone of the care for the retarded in this country: the public 
institutions; and the community-based residential programs literally 
have to bc^L; for the financial scraps that are left over. Despite the on- 
going efforts of Doris Haar, who attended this Forum, and has effectively 
tried lo help parents and local communities in that begging, the actual 
dollars currently available for communit'^-based residential alternatives 
are still scraps. 

The levels of ment:il retardation usually cited as the "really difficult" 
clinical and residential challenges arc the severely retarded. When I 
first became involved in this field we spoke of the borcJerline, the mild, 
the moderate and the severely retj/rded. Today I repetitiously see cap- 
tions that only talk about the sevdS^ely retarded and multiply handicapped — 
and they arc typically viewed as "today^s hopeless ones. " Less and less 
do we hear of the moderately retarded and most professionals agree that 
the borderline label should be discarded, and the mildly retarded should 
never have gone to the institutions in the first place. The overfocus on 
today^s hopeless" retarded citizens (i.e., the severely retarded), 
though a myth, has been utilized to defend the public Institutions because 
"They belong there since they are the hardest to serve." Think about it. * 
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No one talks about the borderline and the mildly retarded any more — 
perhaps out of professional t^uilt because they never sliould have been 
there in the first place. Many of the severely retarded in the institu- 
tions, wo are told, are quite old in clironolosical a^e, and Tve had in- 
dividuals tell nie, ''You know, Frank, the adults in the institutions are 
indeed the lost t;-eneration. '' The sugi;'estion is tliat we should turn our 
backs on thcni and focus on the severely handicai ped cliildren. NothinjiC 
new. For example, a white paper came out in England two years ai'X) — 
same kind of view — t^il^e care of the liandicapped kids in the community 
by demandint;' that no uidividua'' t.nder 12 years of a^^e be admitted to an 
Institution for tlie retarded. Fori;et atout tlie people over 12 years of 
aiAO. That's prctt>^ young- to be considered "old!" It was the singing at 
Cliristniastinie of a grou]) of. these same "old" children whom Fred Krause 
commented qn in regards to his pavSt experiences as a staff member at 
the Dixon State School. They are the biblical children in the wilderness, 
and I think this t^^ie of "singing" drove Fred from Illinois to our Associa- 
tions for Retarded Citizens' movement and now to his position with the 
President's Committee on Mental Retardation. 1 think;he's done a dam 
good job, though he can never forget the voices of those "old" children 
v/ho stiM plead [or help in Illinois and the other H) states of this countr>\ 

in her presentation Kita Charron did a most achnirable job. This lady 
has had a "noble obsession" to figure out the complexities of federal 
funding — especially as it relates to residential alternatives. It is not a 
})atiiologieal nboessMon, but it dam near makes you pathologic^d when 
vou must master the current 00-plus fimding sources available for resi- 
dential programming. Rita brought together and shared with us the ex- 
pertise of a CPA, program person, an advocate and a person wlio knows 
how to get money. Be quick on vour feet, quick of mind, don't drink, 
]:>eii:)etually stay awake--and somehow you am figure out the entanglements 
of how to get money to provide niodei-*^ ^jsulential services! I keep hear- 
ing about "audit-trails" and others Uxiut "audit-tracks, " and now we 
are al^out to embrace "zero budget .g. " However, we still have the over- 
riding issue of does the money [U'liially follov/ the retarded citizens? 
^Wlien you are all done with those trails and tracks--out tliere in that fi- 
nancial \vildemess--mjuiy creative suggestions for fruitfully .utilizing 
money for residential progi'ams for our retardeci citizens havc^ come forth 
over the yeat-s. Many of the financial suggestions liave been qiiieldy 
labeled as crazy or simple-minded or both. For example, about eight 
years ago, someone said to me, "You know, Frank, why not dep6pula;te 
the overcrowded institutions (that was the w^ord then, depopulate— We now 
have deinstitutionalize, and I susi^ect that the "in" word wall soon be. de- 
centralize) by giving the daily cost of care of a client to each employee 
who will tiikc one child homo to c.irc for him in h^s or her family." . 
Similarly, a collon-iie asked, "Iley, why don't we take that per diem cost 
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and give it to the primary family to tal^e the child home?" Maybe $10,000 
a year (the usual minimcil cost of care for such :m individual in the public funding 
institutions) for a severely retarded youngster is considered peaiiuts in jptions 
your state, hut $10,000 is a lot to a farmer in mid-Nebraska who works 
hard, wants his child (i. e. , most often they have sent their child to an 
institution as a last resort) — and give him the $10,000 and the program- 
matic knowledge (which we can now package so well) and let him serve 
his child. Interesting? Simple-minded? Perhaps! I mention tliese two 
options to you because, as Ri^a noted, the issue of actually proWding 
modem care is not that complex, if you can obtain the money to literally 
get it done! 

Dennis Popp spoke of the need for administrative and programmatic ex- 
cellence, lie stressed that we must put these two entities together be- 
cause the cost-benefit approach is not ^he only "bottom line" approac' o 
serving people. On the contrary, we must utilize the dollars in a ere:. ■ 
tive sense in conjunction with objective ci;itcria for the actual delineation admnistnaiun 
of costs for whatever the level or type of rqtardation. He specifically 
discussed the evolving modem systems approaches and how tliey can be 
effectively utilized. We should tal^e his presentation very much to heart 
since we have noted, in state after state, goverriors calling in consultant 
firms (who tend to loiow precious little conceming\ervice systems for 
the retarded). Their usual two-volume^ reports say^^yes, it justifies the 
$80,000-plus you paid us for vague guidelines that are not referrable to 
the mixed financial -programmatic challenges present. Familiar posturv-i? 
Instead, Dennis clearly illustrated that specific cost-service benefit ^^^^^ benefit 

guidelines can be closely wed to all aspects of program development, 
operation and their periodic evaluation — all along guidelines that are 
objective, rcplicable and above all: firmly encompass the humanistic 
posture of truly serving people. Such systems are here and, as Dennis 
underscored, we must utilize them ''up front*' in our thinlcing, planning' 
and actual program operations. 

Paul Friedman, in his review of the impact of legal decisions on resi- 
dential services, reminded me of one of Elizabeth Bogg's comments dur- 
ing a recent presentation. She defined the ^'medical model" as nurses fuest for 
talking to doctors and doctors talking only to God. Further, she de- ^^^sustici^ 
scribed the evolving "legal model" as la\yyers talking to judges and the 
judges only talking to God. . I would commend to your attention tliat, as Paul 
noted, God is answering the judges pretty well lately! The recent bench- 
mark cases conceming the public institutions for the retarded across our 
country have pricked the consciences of our people and, as recently noted 
in Minnesota, they have raised the question of the conscience of our stiite 
govemments. We do not have to continue, as Paul mentioned, like the 
Partlow situation wherein the attorney had to talk about good looking cows, 
who are both athletic and of confederate ancestry, in order to continue 
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our quest for justice! It has been my pleasure for the last three and a 
half years to be a witness imd an active participant in a case which re- 
quests equal justice for the institutionalized retarded citizens in Nebras- 
ka. I have learned a great deal about the law and feel blessed to have 
had that opportunity. We Jiave a young attorney (Mr. Bruce Mason) who 
deeply cares about all people; a young attorney who has given over 4,000 
hours of legal work free of charge to our state ARC movement* He and 
T recently wrote an article for the Creighton Law Review; it dam near 
drove me crazy since the lawyers have a way of writing articles where 
you write two lines and then give 75 lines of footnotes. I almost began 
to stutter! I would say something, and he would persistently ask, '^How 
do you laiow? And then document how you rejilly, really know.** That*s 
t?ood training — good discipline. It was traumatic but mind expanding for 
me because Bruce kept saying why? Why? Paul Friedman -noted that 
when you ask questions about the need for least restrictive residential 
alternatives— immediately on the heels of the right to treatment issue — 
you come ver>^ close to true justice for the retarded citizens of our 
country. You also come very close, as Paul pointed oui in the Bartley 
V. K rem ens case, of asking why we continue to commit; for an indeter- 
minate period of time, those fellow citizens who have not sinned against 
:ii\yone. 

Kd Hkamulis spoke of the key issues of monitoring out residential ser- 
vices,' tlie necessity for systems to be open before they can be effec- 
tively monitored :md that observations must be externalized. The guide- 
lines for long-term residential placement pr'^sent some major challenges 
for all of us (e.g. , see the NARC Nursing Home Symjposium publication). 
Eq] candidly noted that we are not in an adversary position in regard to 
monitoring. Rather, it is protection of the ri^ats of|the retarded via a 
concern for openness. Across this country I hear p^^ople saying, *'Yes, 
Frank, we like the ARC to monitor, but gosh they are tough! Why don^t 
you ask tliem to be less hostile tmd more polite? We are really their 
friends.^' It reminds me of the Vm okay-you*re okaty paradox. As Ed 
spoke, I thought of an inscription on our capital building in Nebraska, 
^'Vigilence is the price of libeily. Similarly, moi^iitoring \s the price 
of quality residential services for the retarded citiizens in this country. 
In particular, we must get that message across to young parents—so 
many of them seem to feel that the work has already been done, that 
modem services will be given to their children and somehow Uncle Sam 
will have the conscience (or state governments will have the conscience) 
to provide a plentiful spectrum of quality services. That conscience is 
not automatically there; rather, it is embodied in the advocate who is 
actually armed with the knowledge and personal commitment to actively 
monitor--as Ms. Burda mentioned here ^md at our National Convention 
in Indianapolis. 



171 



Ed gave a? splendid ^'llow to'^ listing of an approach to monitoring and ac- 
countability. I was pleased to note his positive view toward the need for 
consumers, providers and funders to join together to keep each other 
honest. His quotation from Robert Frost should spur us to continue this 
difficult but vital work, "But I have promises to keep. And miles to go 
before I sleep; and miles to go before I sleep." 

The Showcase presentations ranged from the village model, the foster 
family concept, to support systems for the primary family. The village 
niodel is a humane one which has long historical roots and avid sup- 
porters for various approaches to village living. Typically, it is a rather 
narrow model as far as the options available for a retarded person to live 
within the interpersonal context of a wide variety of fellow humans. Per- 
haps the villagers model can also encompass some of the L^Arche move- 
ment's splendid mixing of heterogenous groups of individuals — including 
the retarded. 

The foster family presen tuition was an illustration of a traditional model 
which is great as far as providing a true family support system— though 
the presenter stressed how hard the professional must scratch to actual- 
ly find these alternatives. Maybe, like the redirected thrust of the Roose- 
velt Center in New York, we can provide the residential services wthout 
the fixed bed focus. In other words, provide the services where retarded 
people actually live — in their homes, neighborhoods, towns and cities. 

..The EN COR system of residential services, as reviewed by Barry Lament, 
clearly illustrates the active incorporation of the normalization principle 
and the developmental model into a functioning real-life system of services. 
I will not comment further on the ENCOR presentation since* my brain and 
sQul have been too close to this model of services, from its inception, 
iov me to be an objective- responder to Barry's presentation. It brings 
back many personal memories— like asking myself in the middle sixties 
why the severely and profoundly retarde.l children are always kept in the 
medical-surgical units of the institution? Why are they there in their 
stainless steel cribs with the plastic on top and the room surrounded by 
wire enmeshed glass as though it were some kind of infant nursery in an 
acute infectious disease hospital unit? I would often ask (sincerely), »^Vlio 
is sick here?'' People would say, "Aren't you a 'real' doctor— these kids 
are 3iek--they have tough medical problems! " They would typically be- 
come more upset as I would persist and ask, '^Vho has a high temperature? 
Signs of inflammation? Pallor?" Nobody! We must all ask, "Why are 
they there?'' Rather than alluding to some vague (and usually static) neuro- 
pathological process which usually translated to, "Something wrong with 
his brain," the issue is really that these youngsters can't "make it" witli- 
out a support system for their seizures, their delayed development, etc. 
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They are treatable in the eommuiiity and so why do we keep putting tliem 
. . with their own kind?'^ Why do we keep sending them away from the 
nurture of their awn familes? They are often viewed as "not going any- 
where" and so they often go to the institution for long-term storage be- 
eause, "We all Ktiow tliey cannot grow"; "we all taiow there vs no hope"; 
etc. The ENCOR system reviewed by Barry was, and is, Nebraska's 
direet answ^er to these lingering myths and negative self-fulfilling proph- 
esies. 

The more advanced institutional setting was well illustrated by the pre- 
sentation on the Ludeman Center. It represents Illinois' answer as they 
saw^ the challenge in the late sixties; it was built in 1072, but conceived 
in the late sixties. In the film sti::ip component of this presentation there 
were childre... -inging "The Impossible Dream"— similar to the group that 
Fred Krause discussed. One of the mothers in the film discussed her 
mixed feelings about bringing her child home. The institution was act 
viewed as a 'aiome" by either the mother or her daughter. I believe that 
the overwhelming number of institutionalized citizens truly know their 
homes and their people! The Ludeman Center was to be homelike; it was 
to be like a home. It was to \ye many steps beyond tlieir Dixon facility 
and yet one must ask--why coulflh't these cottages have been dispensed 
in the communities across Illinois? Wliy must we continue to build the 
modem leprosarium again and again? Call it whatever you want, but it 
ends up \)e\ns a modem leprosarium because they've got the "disease, " 
and seemingly must be herded together as a deviant group set apart from 
their brothers and sisters. 

The group homes evolving in Pennsylvania are very interesting. • Mel 
Knowlton spoke about going beyond the group homes, and Pennsylvania 
has w^restlcd with the challenge of actually having the money and now try- 
ing to find the way to use it effectively. It is one of the few states tliat 
has the money needed to operate and bring into being systems of relevance 
which everyone can live with and be proud of. I wish them well in their 
superb initial thrusts. 

WTiat do these Shov. ses t^U us ? One person at lunch today, w^ho will go 
nameless, said, "^'ou know, Frank, are tliese really showcases ? It is 
like teaching young doctors how npt to do an appendectomy. " Think about 
that. We always teach young surgeons how to do an appendectomy so that 
tlie patient doesn't bleed excessively, doesn't go into shock, experience 
a high frequency of post-operative infections, etc. Perhaps our show- 
eases are a sobering reminder to us of our own programmatic "retarda- 
tion" in this country in regards to residential services— that we really only 
have partial models and have not really :ill lo.jx^ther" to date. I 

v;ant the optimum in residential service alternatives for our retarded 
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citizens. Yet, we continue to thinlv — then provide — colong the lines of min- 
imal models for major residential challenges. 

Wliore are we today? Wc seem to be embracing many trends and models 
which are groping toward the future. In a word, we are in a very difficult 
transitional stage. Fred Krause clearly illustrated that the money is still 
going to the major backbone of this country^s ongoing posture towards its 
retarded citizens: the large — and not so large --public institutions. His trends 
illustrations clearly documented the continuing fifteen-to-one money ratio and 
of institutional expenditures versus community-based systems. So the dels 
majority of dollar flow is still going the same way, and one could easily 
surmise that there.-.are just not enougji dollars for both of these alternatives. 
It should be pointed out that this ratio of dollars invested and- number of 
individuals served in the local system will persist unless a concerted ef- 
fort is made to serve retarded individuals in their home communities. ^ ^ 

r 

Currently, we have '^mixed^' residential models, evolyin&iidniinistrative 
models and systems and rather clear legal guidelines. Wc still also have 
the partially met expectations of advocates. In this current transition I . 
would remind you that during this Residential Fofum there were primar- 
ily young people making the presentations. Great! We do not have to 
worry aDout the future -when we have so many young people giving^ such 
high quality presentations—reflective of their deep and ongoing personal 
commitments to this field of endeavor. This area- is going to be their 
career, their lives- -and it will be their career fulfillment or personal 
nightmare, depending on how real they are, how concerned, how true to 
themselves. In brief, our retarded citizens are in good hands! 



Trends and Roadblocks 

* 'Teach your children well and feed them on your dreams; 
the ones they picked, and the ones you will be loiown by. 
Don't ever ask them why; if they told you, you would cry. " 

Crosby, Stills, Nash and Young 

During a trip recently to Ireland my wife and I visited a residential facil- 
ity for the retarded which had been hailed as the flagship 6| Ireland's pro- 
gram for its retarded citizens. Small, home-like, modem (and full day) 
programming, well staffed by friendly and obviously involved personnel- 
it was impressive. My wife suddenly asked, "Well, Frank, doesn't this 
fine facility make you really rethink your position on public institutions?" 
Gc»od question! Yet, before I could answer her, we were literally sur- 
rounded by eight or nine friendly young residents who asked to have a 
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picture tiUvcn, where we were from, etc. As we made tlie nrcle of intro- 
ductions I noted that she asked how tliey liked living here aiid did they 
want to stay. Amazingly, each enjoyed the facility'and yet each articu- 
lated a pressing \nsh to ^*Go home, '*Be with mom, and "Work at 
home!" It was disconcerting to Ix>th of us and not in keeping with our 
predicted impressions of 15 minutes earlier. I was reminded of this 
experience when I noted the following stor>^ in the Chicago Tribune last 
ThcUiksgiving. It was entitled, A t 28, His Life Is Finally, 
and Joyfully, Put Together; 

When we offer thanks today, T guess we* re supposed to offer tliem . 
to the Maker. Well, I loiow this guy He didn't make veiy well. 
And then He gave him a few more miUstones, too. The guy's 
name is Josep]i Kadlub, and it's a testimony to the strength of 
human will that he probably has more thanks to give this year 
;:han the rest of us. Joseph is 28 and mentally retarded~~a 
term I hate. He is legally blind. Until recently he weighed 
close to 300 pounds. He is also, for all practical purposes, an 
oqDhan. 

Wlien Joseph was a year old, he was treated at St. Vincent's 
Hospital for mabiutntion and neglect. At 3 he was taken from 
his mother- -whom he hasn't seen since— and placed in u s ac- 
cession of live foster homes in four years. At 7 he was com- 
mitt'ed, on a mental deficiency petition, to the Lincoln State J 
School for the MentaHy Retarded. Ho. languished there for 16 / 
3'ears-— un.t11 the day, in 1971^^v/h9n ho decided he wanted to 
out imd livd like nayone else. That meant a paying job, a'place oI>. 
his own, aiid freedon\ of movement. - 

But I prefer to lot him tell it: 

^'At Lincoln there Aas this big row of beds on pne side, and a big 
row of beds on th({ other side.*. In the middle, people just played ^ 
around. They had at Lincolii, but they play dirty. You didn't 
get paid or nothing. An3|^some sit down* and do nothing while I 
do all the work. 1 had went om trips outside, and T felt like some- 
thing, so —told people T wanted to leave, that I'm net sick. I'm 
not sick at all. I said I wanted to go to stores and all that stuff. 
1 don't like to be closed in. I want to be someplace I can just go 
out.^' 

As you've noticecl, Joseph has a speech problem. Those close to 
his case believe it's due in part to spending most of h^s life around 
people more retarded than he. 

It tc ok time, but Joseph was finally sent to a private p] elteri?d-care ^ 
faciHty with the state paying the tab. But Joseph didn't like if^here 



oitlier. "Tliey keep the tloors open and people steal. There were 200 
l)eople, :»nd too ni;iny nurses. I sr.id Lincoln State the same thing as 
here. 

WlKit lie wanted was someoi:Lj to teach hiiii skills he sensed he needed 
to live on his ^nvn. "Khe skiik he wanteci wo'dd hurt your heart: Cook- 
ini;. Doing laundiy. Hiding the bus. 0=uni - !: ^nonc^y. Paying bills. 
\\n immersion course in simple 3elf-ies])e';..v. 

I'hree vears a:-;-D, Joseph, living in yet another residentitU shelter, 
was placed in the vocational program of the Chicago School and Work- 
shop for the Retaixled. The School operates workshops for people 
with ivoderate mental hardicaps. They work on assembly lines that 
•simulate real workin-; conditions, packaging goods and fitting parts 
together for private industry. 

Joseph began to taJxC o.*:f. Ills ^/Se fro:n 4i), when he was at Lin- 
coln, to 57, then to 07. He has shed more than 40 pounds. He has . 
become \vh:ii his work supervisor, Rvidy Hordeck, calls, ^^ilic best 
packer we\^e got"; the iXiUKirk caused Joseph to slirug modestly and 
nSply, 'j-'s just my hands, they do the work." 

A vear agA, Joseph was accepted at Renaissance House, 2201 W. 
Devon Vvenue, the residential facility of the Chieagx) School and^ 
Workshop. The goal of the Workshop is to placQ the Schoors 
hundreds of workers — many of whom will live in shelters or with 
their families ihe rest of their lives--in private day jobs. The go<'U 
of Renaissance House — which is more selective and has only 20 
residents — is to teach living on one^s own. 

If you think Jimmy Carter'has been bom again, you ought to see 
Joseph. He has learned to cook, showing an excessive fondness for 
cheeseburgers. He has been taught hc^jv to e;|re for an apartment. 
He has checking and savings accounts. Once a week he takes a 
money'-management course, in which ho learns how to ^ve— from 
the 80 cents an hour he maizes at the workshop and the .$25.00 a 
month he gets from the stitc benefits tliat support him at Renais- 
sance Mouse. Because he now travels freely alxDut town himself— 
and has discovered shopping—he has only $11 saved. But he^s get- 
-ting better at budgeting. 

''Uc's frugal, he doesn/t tr^^ to buy everything,'' ClairJIellstem, a 
public health nurse who has I)cfriended"him, said kindly. Joseph 
shook his head sadly. '^Sonv ^imes I do, sometimes I don't,'' he 
said. 

Perhaps tlie most amazing thing about Joseph his skiir..^ s:nco 
1,')74 he has been a part of the Blind Outdoor Leisure l^rogiTim and 
has been to Aspen and Snowmass four times. He skiis'with poles 
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attaehcil to those of a Li,\iicle I)ohind him. A tmv lets him know when , 
to tuni. Last year he v^iit by himself: Took a cab to tlie aiipoil, 
hoarded the pLuie alone, lie stived with an Aspen ski instructor 
■ who has become his and <»Tcat friend. '4 was scared, but 1 

made it any\vay. Went taere and came back, Joseph said. "We 
were more nervous than he was," said Bill Ap])lin^rton, ])r()L;ram 
director at Renaissance House. 

Wliy do I write about all this at ThanJ<s.L»i viui; ? 13ecausi' Joseph's 
alKHit to '^ct Ills wish. 

Soon he'll j^raduate from the Levy Workshop, -^i^dn Clark St., 
to the Chi caiA'o' School's pla^ .ment center at Moi rose and Ravens- 
wood. He'll get liensive trainijig while they fin ■ him a full-time 
nitside job. He's ai^^io movinj^' into the "tralni* *' a])artTnent at 
Renaissance House, with a roomnx;ite, r:(kli<\ i hey will live by 
' :''L*mse]\^os, av/ay from the otlier lA'rou]), to .simulate in(k^pen(kMit 

T 

And sometime l^efore r.ext June, Joseph Kadlub will movc^. to an 
iLpaitmct vf his owri--niaybe even in As])ea. "Clean air, a small • 
towai, :md nice mountains," Joseph noted. 

His counselors la.lk a lot aI)Out Ins i;-reat 'motivation, his lon.L;' con ■ 
V ntration span, liiu will to nvrke it, 

'kit he might havc^^'^'^* '^^^^ '^^^ 1*?^-^ ve;',et:djle patch liad he 

Viot grasped some simpl. ■ aH;s. 

"It PKitvC.-* me feel goofl to work, just to do something. It means 
- • I don't be la/.y, " he told me. 'M'd like to grow up and see what's 
outside and have .riends. 

"I got my \nsh. It came out good. 'Cause J just don't likci to be 
locked up and not tkj> notliing. " 

You wiU note tliat J(^sepli does n.ot consider himself as "sick. " It may Ix' 
difficult for some individuals to fully realize that the Josephs of this wv)rld 
can say, "I'm OK. f^i intact. Despite your lal)el, I'm a-human being 
who v/ants freedom, the dignitA' of work and tc have my hopes and dreams 
iu?t the way you doT" Later, in die article, ho e(nn])lained ai>out being 
placed with people who were morc retarded than hf?. Is he suggesting, 
that we tend to encourage more svgns and ex-pectitlons of mental re- 
tardation ? Sort of like prosthetic helps that do not help, I)Ut instead, 
tend to str:ingle developmental potentials. Or does it induce regression 
of beha\nor— as has Ix en clearly documented in and out of the field of re- 
tardation (e.g. , the work by Bowlby and ^\tA on young children wiio are 
sent to li\'e among strangers— away from their loved ones. These chil- 
dren tend to lose weight, become very withdrawn, autistic and some 
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Jic(l). Wliat skills did Joseph fool tlial lio iioodod to loam to live out in the 
world? They were rather elonientiuy and oasy to provitlo: cooking, doini;- 
laundns liding Uio bus, counting money, etc. An impo ssible dream ? 
Docs it really t:il<t'^ elegant programming to pnwido JosofTli .witli those 
adult self-help skills? 1 think not. 

1 want to stress that this stor\' oF Joso])h clearlv luidorscorcs that the 
personnel at his largo institutional ^'homo^^ did listen to him ami shnred-- 
indeod tlioy actively supportod-"his dreams. Othenvise, never v/ould 
have started on the road out of there. Letks not be critical of la^it itutional 
persomiel since tliey so often tend to just as dehuiiKmizcd as i'H).se tlioy 
diligently try to serve in those grim settings. 

You will note that Joscpli's nioasurecV diligence rose from l\) (while at 
the Lincoln facility) to.-lT, ami tlien to (/7. Why'.^ Poor testing? Bias? 
1 niink not. I^jLtinjr I would sugg*e.sl' to vou that the global phenomenon 
termed huuKUi intolli-encc is only noted (i.e. ,,tnily tested) in that experi- 
mental interface between what life. has brought the individual over the 
- years and the current challenges of his environment. In other woixls, 
there are no me^mingful ehallcm^s thew-is precious little to measure 
and/or obsoive,. I clearly learned this lesson in the early sixties during 
a research protocol on a muscle rel:ixant drug to lessen the muscic spasti- 
city of motor impaired younic retarded citiz* as. The study desigii imd 
dosage schedule was clean cut and sound. Vi^t, a colleague noted, ^^Frank, 
if these youngr>*-o,rb are never permitted to stand in their eril)S or at- 
tempts mivlc to help them \valk--how can you assess spasticity hi 
other words, if the anti-gravity muscles are not called into action via the 
interface of experience (i.e., stmding or walking) --the re is no distinct 
spasticity elicited and the drug could not be adequately tested! The same 
phenomenon occurs with the attempts to assess intelligence in a child (or 
adult) who I as not been placod in an optimal sotting for challenging his 
problem solving or social adaptive abilities. 

hi brief, this aev/s article makes a irrand J le of tlic continuing- litany th. ' 
the sever3ly retarded, multiply handicapped citizens *4x}long in the insti- 
tutions because they r:aRresent the lost generation. Jo*se, \ is retarded, 
ohoso, has poor vision and comes ' 'om a troubled background. Yet he 
does not have to x-emain in that ^^arge pxaee out a the coun-tr}^ " left to 
languish away with no one to attend to his pleas for help. This Residential 
Forun^ has s}v>\m other ways--beyond Joseph^s sterling* example — for 
these jfellow citizens to have a more mcmiingftil part in the promises of 

America. 

I 
I 

Too often today, wnc<. we speaJ; of residcnti:u sci-vices for the rcU.arded, 
wo focus unduly on children and the severolv retarded. Yet, in my ex- 
perience, the sevo/ 'y retarded car. be mr.vr quickly and bptimaUy sei^'od 
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in generic seiviccs in the community— -in contrast to tlic eniotionallv dis- 
turbed retiirded citizen who frequently does noed the structured setting 
of institutional sendees. After all, the young children are not going to 
the large p-ablic in .titutions in any\vhere near the number that they did 
a scant decade ago. Yet, the major challenges, in my opinion, are the 
adidt retarded citizens, like Joseph, who, because of the complexity of 
their handicaps are viewed as ^^severely^^ involved. It seems to me that 
they arc the easiest to serve, especially in contrast to mildly and/or 
moderately retarded individuals who have associated beliavioral problems. 
A major current-future .challenge is to truly serve the severely handi- 
capped Josephs of our cquntrj^ who have been permitted to languish in 
the ipstitutions , 

Who will listen to the Josephs in their muted cries tor help? Clearly, 
the judges of our couiury have listened and acted. No^t: that the language 
of the judge in the Likins case in Minnesota" does ansvv'or the cry for help 
that had been previously lost amongst the hollow echct^s of state bureauc- 
i-acy and misplaced priorities. Additionally, as Paul Friedman noted, 
the Bartley v. Kremens case, starting with the apparent adversary notion 
of rights of children versus rights of their parents, raii:>es the question 
of v. ho has the right in this world to send a child away to live his life 
among strangers. This lingering posture Iremii^ ri one of the Swedish 
poet, Kvik Lindegren^s observ^ation, ^To believe you are bom with bad 
luck though you were merely bom. 

Crmnr.vnity 'jascd residential facilities must be designed to avoid the 
YA A) 'r.s of dehunianizatioh and neglect which have characterized the 
lav:,, i.i itvtution. They should be small in size, homelike in atmosphere 
and .ir/^d withit; .le mainstream of the community. Simply providing 
the montaliy retarded child or adult with a place to live is not enough 
to cnsux-e that he will develop to his maximum potential. A full continu- 
um oi needed services must cJso be available in the community: services 
such as special c?lucal1ori, vocational training, religious education, rec- 
reational services, etc. 

Comparative studies have sVicwn tlu-^ community placement is less costlv 
than insfitutionaliiation (e.g. , Atlanta Association for Retarded Citizens, 
1972).'^ The work of Coniey (1971^ and 1973^) has presented detailed 
ai\ilyses of the fiscal disbenefits which the American economy must bear 
as i result of institutionalizing the mentally retarded. There is also a 
sizeable body of research demons tr'^tinf^* the benefits of comuiunity living 
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which accico. to mentally rctaixled children and adults in tei^nis of in- 
creased opportunities for learning', t^owlh and devr^lopnicnt. Yet, 
despite the stronL-; case for coniniunitv^-bascMl residential prog-raniniini;', 
institutionalization remains the doniinant fonn of residential care for 
retarded persons in America. 

A recent iKrautiful lx)ok irom Kni;hnul on retardation I'ociiscd on the ])cr- 
sonal vicissitudes commonly ex]X^rieneed in institutions for the retarded; 
it was succinctly entitled, l\it Away . Can someone put a Iniman hcmu; 
^^away" in this world? I think not. Not witliout due process. Clearly 
the follo\ying: recent events liave sit;jiineantly altered tMs uelunuaniz- 
ini>- posture: the Partlow case, the Li kins case, tlie Bartley y. Krcniens 
case, the ICF/MR retaliations (if the Fedend Govcnimcnt has the cour- 
age to truly demand their fimi implementiition by Marcli of 11)77 instead 
V of waffling first in Oklahoma and then the re^t of the ef^intr^O, all hold 
great promise for a significant eonstricHire on the con.struetion'or oper- 
ation of the humim warehouses, Anotlier significant event has Ijoen 
mandaton- • ducation (a tip of oar hat to the parents of the retarded in 
Pennsiylvai.ui!) which underscored the right to education for all retarded 
citizens. A recent article in the education section of Time magazine 
listed the nght to education as next only to the civil rights movement of 
the fifties as having the greatest impact on providing services to the 
people of this country. The demand for generic educational services for 
our retarded citizens, backed by hard dollais, clearly reflects the rev- 
olution of the general public^s thinking about who can be helped and how 
our society is going to get it done. 

Take these benchmark legal cases, the facility -program regulations and 
mandatory education, add to then> the fact that no major group of individ- 
uals is really pleased with our current large public institutions, and wc 
must ask: \Vhat do we do next to break the lockstep of the large public 
institutions which sni) p rsist as America's residential answer^^ for 
many of its citizens— replete with the 15-to-l dollar : -nsistency V 
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1 luu toiupted to sti)]) liere, be friendly and say, "Come back next year 
and we41 talk about the moral dimensions of our current residen'dal 
(luandry." Ilather, I will now -^pealc (for tlie remainder of thi^jpre- 
sentation) as 1- ranl< Menolascino, ncc as a senior officer of the National 
Association for Retarded Citizens; imd directly sliare with you what I 
see as the major hiturc trends in providini; residential services for our 
retarded citizens. 



The time has come for us to clearly say that the system of stale sup- 
pimed, larj^e pu]>ljc institutions as the mainstay of our counti7's primary 
residential alteliKitive for its retiirded citizens has failed them on a 
<;Tand sc:ile. We have to also look closely at the Showcases displayed in 
tliis Forum and ask, ^^Vliat are their relationships to the developmental 
implications of fut^ire residential services for retarded citizens?" Look- 
in.;- at tlio mountain of data we now have, I think we must say to ourselves 
tlKxi tho-c has i^ot to be another way to spur change in the seventies-- 
k-st v.e talk only to each other and become convinced tha<- the issues will 
"take care of thenisolves over time. " For example, in the closing sec- 
tion of Chip uinu: Pattenis of Residential Services , a President^s Com- 
mU 00 pvA ll 'on in 10(j9, Gimnar 13y\vad wrote a timclesn contribution. 
Ml tk ^ c.Mitwuiing inertia to specific changes even thougji Lhe ideol- 
1 as- (nacc'-': technology needed for change were readily available! 
• sr. -.f ti e roadblocks to changes in residential services and 
1, . \o'i<n h^\ w-re variants of the same posture of professionals and 
burc;au( '-ats who led f retarded into the wilderness during the first 
two (k^c.tdes of tins centu'-: , They had spoken of mass sterilization, 
forced labor and low buflget ^nsti utions as ''gvod enough^' for the retarded 
citizens of our vountr>'. Gunnar noted that the models for major changes 
wi vc available in antlhir. comments are as timely today as they 

were eight years agf>. 

host the ])roic-ssionals feol that I am umiuly picking on them, I want to 
note tlvit this is a posture of many other human service components. 
A clear exaniple of this continuing ]jrofessional posture appeared in a 
reconf issue of Business \Ve.ck . The article discussed the negative in- 
come tax (i.e. , family maintenance programs) which could . . as most 
economists see it, Ix- the answer to the welfare mess by replacing 
many of the individual programs with a universal federally financed nega- 
tive income txv. ' The article notes that this posture has been frequently 
discussed, kicked around and typically was a highly recommended course 
of action. During the last five years there have been five large-se.dc, 
scientifically desig^ied programs to assess what does hapv»en when 
vou actuallv provide a family maintenance program, the pasL^ the 
ailicle noted, people thought that if you id this program folks wouldn^t 
work, welfare recipients would sj^nwn another generation of the same. 
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oilucvition U'vel.s would ll;itteii out hocauso Uuu-o would bu no positive 
niodolin-- tor diildi'on, etc. 'Hio :irticlo points nut^tlKit just the opi)OSitr) 
results hjive hoen I'cporiod in.tlie five rt^ee; v completed natiouul stndi(\s. 

ii\ ^'i / 1 hriivj; tin- '^^ youj' attention? Issues in retardation encompass 
some ^^^ tlic snine issues as in the area of family sutisidy. iMirlhei', thov 
are hot\ r(\searelial)le issues, and I'atlier than your pliilosophy or mine, 
or vour prejudii t^ versus nunc, now have the teehi^oloi^v to dissect out 
v/hat works and what docs not. As to tlie proiessiotial and bureauei'atie 
''roadi)locks" which I'ick? tlic backs of thosc^ tnev are suppostMl to sen'e, 
the Iblhnvin^A'Conuntjnt from this artich^ is direetiy appropi'iate. "Not 
witlistandim;- tlie i)road support amoifi;' experts. C^om-a'es^s luis t)(vn slou 
to embrace [hv ner^tive ine a.ic tax idea. wne. reason has ban} the pres- 
sure^ from Wfdfarc^ wvireaucrats and .spc^cial interest <;*roups that have a 
st^dce in maintainini;' proi^rams that a neiA'ative income iixy. mi<;iit su])plant, 
"'Diis su-i^ests that paid public employees have kin<4(lonis and an obses- 
sion with terntoriality. Hvcn wlicn you have hard (kata, bureaucrats a^^d 
S|)ecial intcu'ost i;'r(raps (k) not want to i;ive up the liydra-headcd welfa7'. 
bureaueraey (or the in.; itutional Ixireaucracy). J w. Ad commend lo 
v<. jr attention that this same professional posture l.as stymied the ])o- 
tenlial dynanne of jr.ovemcnt towards the currentlv avallal)le, wide 
spectrum (^f coninumity -based residential proi^-rai^is (as clearly shown 
tkirini;* this Residential Forum) ait l. In my opinion, lias been a j^toss 
disservice those citizens we arc^ all pri\ile<4ed to serve: our mentallv 
retariied -r t^ow citizens! 



stumbling over tho Drtter on the Way to the Best 
"Am I mad that I shoukl cliorisli tliat which tears Ixit bitter ftnit? 
1 uill tear it from 11 v besom, iliou-ii my heart be at; its root.:. " 

Tennyson 

\s thou"iit about tlie ev --nfs of thi:,- H.-..>s-i(lei!i i.i I i''oruni 1 rcflectr.fl on ihv. 
above-noted admomtion from I ord Ten-ysor>. i' ^ apprceiably alter our 
current posture toward residential services ! b.liove we wll have to 
literally replace the sources of the bitter fr.ut-though they !uay uc deeply 
embedded in the hearts and brains of individu^ds whose current svstenu; 
of ser^'ices are not ver^' heli)iul to our retarded citizens. Let f . u 
care of their ow-n personal identitA' pi-oblon.s-and allied bureaucratic needs 
without remainino as fh.e roadblocl.s wliicli contijuie llic wi<le scrde dr.u, - 
manizint? of rc>taixled individuals. / 

Tr.lv wp are in a transitional period, from <he ohi residential n-.odcl of 
a rem., to ab. de for the "helpless and hopeless" to the wide vri: ,< tv n[ 
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curriMUl\- eiilKiDcin;^ models which hold the jiroinise of brin^ii)^ :Ux)ut 
nu):iiuni;ful chani;*e. As I reflected on the diversity of views in our cur- 
rcMit lraiisition:il period I thoui^ht of the ]n'inci]:)le of complenientadty 
fi'oni the Hold of nuclear i)hysics. Nils Bohr received the Nobel Prize 
l)ecmisc, in the second 'decade of this eentui^, he closely studi9d the 
^hrcc then current theories alx)ut the nature of light and noted that each 
\^ris coiMvc't as far as it went. i\c took from each of tliese incomplete 
ideas th'.-ir princqde ^nponents and found that wl^en he combined these 
cfMnponents tlicy were complementary and toi^ether explained the aatur? 
of lii^iit. That is the juineiple of comijlementanty from the world of 
atomic physics. 

jp ,,ur ^]K)^''^"ises there is the potential to ai^ply the same principle of 
r^r .,>!ementai ty. We can abstract, in the current dynamic movements 
low:; ids ri,i;iits, new human servici- systems, new technology and the 
Association for Retarded Citizens* nv)vement ol continuing advocacy-- 
wo do have the i ' -is which, when put together via the complementarity 
primai>le, ean '4: ; the di rely- needed new'horizons in .residential ser- 
vices. Wii are in transition, yes, ajid I would suggest that we seriously 
ronsirler — lest we repeat the sins of the past — a national moratorium 

•n all major residential plans; go back to our respective states and, 
:is -Tolm McGee clearly noted, seriously reflect on how we can clearly 
advfx ate for the full rigiits of the mentally retarded citizens of Ameri- 
ca. ! V)llowing this moratorium (i.e. , for the rest of 1077) we could 
tlu/n . , "This is the national posture we want--"a full system of resi- 
dential services in conjunction with the educational-vocational-social- 
rt'( -itional serviccts needed— operating where our families n side." 
^■-s, we could (iccide without the roadblocks of the mytli of lim ted finim- 
ef ■! TVK(^iirc:es, the conflicting needs of politicians or the outm')ded ]iro- 
fessi )n:)I .i ssumi:)tions rd)out limiLcfi developmental p(>ce«tials^'of retan '^d 
r)ersons. We would Mav() to trily look at ourselves and then ^ully live 
■ ,^ to r)ur past ajid present promises such as adhercnpej;t5tfme NARC 
{)oiiL \- Statements on residential services. It is basically a problem of 

rue ailvocac^y, nnd we of the ARC movement must literally drag the field 
foi^vnrd. In this transitional period we \.:11 fully support the family 
and stop the continuing pathways to patienthood into tlie large or not~so- 
l::vi!;() " viem" colonies for the retarded. As we have noted in this 
}u sidentia^ l oruni, the evolvin.i; transitional m odels are .there. We will 
h:\vc. reaffin-ned that there will no lon,ger he any *4ost generations" in 
this r;ountry--of what^n^er ^^abels" --and reaffinned th;d no American is 
expendable. 

l.ost ! seem "cnnpletely unrealistic" may I suggest that this moratorium 
v/ill clear the. air of the hal:^vav solutions over which w.-^ continue to 
stumble in ' ur country. We will no longer need to tallc of what to do with 
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t!u> "u,iv(.-n.s' from .nir ■..•i-im past: \vi> can cniNnice our collcetivr con- 
sc-i.MU'os and "--o all Uu> \v;i-,." what is that "way?" First, the 

pniu«ii)U> of nonnali/.ation" ;ui(l (he (U'vel(^pnu;ntal approach to the oro^^^h 
of(iur retanled citi/.L>ns-<)f whatever agt', ty))e orlcvcl o| handicap--^ 
roallv have no scjiious detractors, theoretically or practically, as a firm 
iKi.sis r residential pro-rams. So let's cease the speeiou.-- ar-iuneiits 
across our country such as the statement, "Normalization is a bunch of 
junk and is (Mily supported I^y a lot of enthusiasm." Sliow me a Ix>tter 
posture towards our i-etanied viti zcns--show mo one! Secondly we will 
fullv support fundin- (or the lamily as the lu-iman- unit of care :md pur- 
chaser of seivices- -via lull funding- for'-enerie sei-\.ees in the comnum- 
itv and sav to lieek witii the maddcr.iiii^ array of fundin;;' sources whicii 
llita ChartVn not 'd! The overriding ro^e of our ARC% movement, as Joim 
McCee mentioned uid as AIs. l^unia also underscored in l,er present^ition 
at bidiauapolis, --vill tiien l)e to closely monitor this far/-, -based ■.•tili/.a- 
tion of -eneric s.-nices. We c;in, aJid must, pull toge'^ r ail of our re- 
sources; public awareness, all iunds ;uivocacy, ong-oiii- a-'-rcssi vt; 
Govonimental Affairs efforts, etc. can leap-fro- tiie current trajisi- 
iional scone, bevond tlie KNCOR and Alacomb-Oal '-md models :ind beyond 
tln^ Scandinavian models of tlie i-cecnt past. 

'Xvo must directly faic tlie bitter fact that wo are currently seivinu; our 
retaixleii citizens in the residential models of the sixties era. Vet, it is 
rea-;surim;- to me to note that in the seventies the Scandinavians are ooni- 
i, to America on the Dybwad Awards! In the sixties we went there and 

. sav; the ultimate in modem smalt scale institutions— in contrast to 
what'thev, in turn, viewed our institutions as: bein- not so clc:in "cattU- 
bams. " In the seventies the Scandinavians arc coniini; to Amcrtea, and 
what do tiiev sec? Partial nKHlels-,' Mixed blessin-^^ ? Or, in the latter 
part of this decade, will they see the l)e3t which our --rea* .^ountry has to 
offer for its retarded citizens? 



Moral Imperatives to Action 

"Will the veiled sister pr.iv for 
Those who widV- in darl<ness, 
Those who are torn on the horn betAveen 
season and season, time and 
time, between power and power, 
those who ' lit 
hi darkness? " ne veiled .lister pray 
For children ai • .;atc 
Wlio will not away and cannot pray?" 

T.S. Eliot 
I ( .'6 
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iiu']\'asiiu';ly, wlieii 1 alluiul .such cvonls as Uiis Kcsiclcntial Koniin, I ah- 
stra.c^t tluMn into aiititlicvscs. On the ouc IkuhI, the dream, ihr promise, 
the idealism, ihr, liard aJid elean moral decdsion oT tlie indivitUial wluvse 
eonseienc'e d ^maiids tluit lie or slio use his or lier knowledi^t* to impTOve 
the lot of retarded citizens as mueh as ke or she Unon^s how. (h^ the 
olhcu* hand, tlie status quo, the frozen nci^ntive at:titLi les and, incre^as- 
iuLAlv tod: ■ , the sliek Madison Avenue paekai^inu" f>f same old drc^ary 
institutional story. There was a time perlKips wlicn this dichoUnny i)e- 
twe(^n morality and indifference was not so shann Tlie earliest insti- 
luiions U)V mentally reUirded persons in this eoimto' were, in fact, 
sup(M{> training;- seliools and thosc^ who entered returned to socaety helter 
li\ain( <! and niore fully developed individuals. 1'hat day ceiiainly is |)ast. 
Today institutions for the retarded are too often a on(»~way street to 
.;(|u.:U)r and oblivion. Not all iiKStiuitions compare witli the alx)mination 
or d)>' infajaous W'illowl )?v)ok in N(nv "^'()rk, Init 1 can rceomnuaid few of 
the many 1 have visite(i ■ humiuie places where a reUirckM.l ptu'son can 
full fievelop as a i^nnvin^, leai^iini;' indivi(kial. Institutions foi' the 
' ..irded ])er se are overcmwded, un<Uirstafted, ( kdiuiuruvizimi,- and ineap- 
ahl(.; of deli'/erini; a. fraclion of the oj)])Oii;unit\' ainl enriclnntait of normal 
■lorietw 

i^jl these arc^ retarded people, savs the institutional su|)(M-inten(kMa. 
This is where soeic^ty sends lh(aii, Ua; art.- iiii(k' rsta fled and ove nv( > rUed. 
\y..[ we do tlie Ijcst v/e e:ui, he a(kls.' 

It is nf)t, ] would contend, tliat sucli in*Iividuals are immoral- -Mic\ are 
;iniol\- inuiume to tlie denuuids of inoraliLy. Institutional blinders are in- 
deed restrictive nd in tinie the rock-bottom dehuiuanizini^Mnininuim of 
custodial care \ ns to look like ^^the l)est we can do. A shocked public 
mav demand entriuice to view this affront to our ideas, but tlie fortress 
w dls ..re up; visitors* jjasscs are neeossaiT; no cameras, thank you. 
At thds point im api^eal to tlie morality of tlic institution keepers, to their 
ideals :md their professional ethos is so often seen by them as irrelcvoJit. 
The effect of tlie institution is U> a ake them as blind tr Mic needs and lue- 
m:m {H^tentirds of the retarded iisdividual tho ^'^'-rful ])arents who first 
placed their child within its walls. 

Is ther-' :ui alternative? Tins ulyiquiLous (iuestion is tcstiiwon,\' to our ov^a 
blindness to the capabilities of tlie mentally ret^irded. The alternative, 
of course, -is outside the institution—in the society of home and commun- 
ity that nourishes us, challenges us, forceps us tc ij^ow ajid fulfills us. 
I-:ver\^ member of our soeioby' has varying educational, counsclin<;^ mecM- 
cal and vocation:.]! nceds~-why not meet .e similar iieeds of the rctarded 
in the same fashion, in their conununiUc ? The success of community- 
based services for the retarded persuasive proof of tlie ca|)al)ilities 
of n-u'Hied persons; these prog-rai ; also a validation of a moral 



:ittitii(.lo that perceives ;ui i'loal :in(l strivus t.» nuikc. it roiiL Those wlio 
^lisniiss the pnjniisc of cojnnuinUy service prof^'niais as ^'pl^^iW puijlie 
relations ^•ii|iiiueks'' ian\ "distortions^' are ^^xiilty of a tloui)io ijlinchiess: 
an inability' tckiu^^,* not onlv wliat is but what slioulcl l)e. V is not eultur- 
ally nonnai for one to s])er>d liis life in an institution, jn*ich less in a 
warehouse that calls itself thernpcutic center. It iw, fact, horren- 
dous that anvonc does. C'ullural norms cannot Uc learned in in ai:)n()rinal 
'nilieu. This is a in.iiSTn and if tLo Lu/eaucrats :uul professionals 

of 2;! years ai;t> could plea " ; norajnco of an ultemalive to \vareliousiiv«; 
as :xn excuse, no sucli |)le.i is possible today. The j)ionc^erint;- effoils of 
lt:jrd, SeL!,\iin and il iwc proved that retarded persons could k^arn; tlie 
inountair of dnta comiMled ince then lias proven how much they couhl 
leani. These are ineonvcrient facts for the defenders of lari^e pul^lic in- 
stitutions, and one can only conclude that by denying;" thc^se n^alitios, 
this dat;i, these facts, they are confirmint^" their own roadblocks to bc- 
comini;- tiuly contributing;- helpers of retiirdcd citizens. I':xcellcnt models 
of community sonMce programs exist and their value :md workability is 
rapidly being proven. The l<nowlcdgc on wliieh these service systems are 
based is readily accessible to those who recognize tlial a life based on 
the cultural norjiis of homo, work and comnumity is not only a possibil- 
ity- K/r retarded persons but, 1 believe, a moral necessity. 

Finally, there is laiowledge itself and the moral demands it creates. The 
social -educational -vocational services have been traditionally viewed as 
helping professionals :md, unless the practitioners are morally bankrupt, 
they must use what is known to help our retarded citizens attain cultur- 
al noimis as far as is possible. 

To work in community-based scr\ices for the retarded is not a total divorc 
frr the ^'system. The radical posture may be tempting, but ultimately 
it is isolating and self-defeating. I would advise against it. In my exper- 
ience, the syr '^^t fosters and supports the public institutions can be 
-)ersuaded to , ..he community-based alternatives to it. In fact, if 
one is serious about change, the system must be dealt with and persuaded- 
for its components are parents, professionals, legislators cmd institution- 
al personnel whoso support is necessary in orcier to initiate a true iilterna- 
tive to institutional care. The community-based system, or\cc esUiblished, 
then depends upon the institution to refer clients back into the community^ 
imd may find that former institutional persontiel are early and valuable 
applicants for work in the alternative system. Thus, while an arm-in- 
arm or harid-in-hand relationship with the institution may be uncomfort- 
able, communication between the two systems is vital. 

The dichotomy of the two systems is an unnatural one, and the political 
competition between them can be a distraction from, and detiimcnt to, 
the proper goal of ser\ang retarded persons. There is evidence, howevei', 
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tlKil s\ sl:oins of ciivc lh;il utili:;^o \)oU\ iristit;ution;il and comniiniity resources 
:ire evohinu,'. As the 1U7(J Kepoit of the President's Comnuttee on Mentiil 
Hctnrdalion noted, there appears to be a major reorientation of the role 
of Lhu pLiblie institutions. The Report points to three models of services 
all of whiiM dilTer si,L;nilic;uitly from the traditional model of the iso- 
lated institution. The first of these is the urban residential center which 
provides seivices to residents and day services retaixled citizens who 
livt» in tlio community. An example of tlie second model is the effort to 
eonveil institutions into speci;ilt\' residential facilities which prepare 
clients for (")mmimity livini;' where they are served by community-based 
pi^)L';rams. The third model is tlie regional service delivery system in 
whii'h tlie institiition is a cen! 1 resource connected by communication, 
outreach activities and the lit- of clients to the community -based com- 
[)onents of tlio systetn. One sliould note that tliese are fluid, not final, 
ii\f>dels; but thw are extremely hopeful signs that institutions and com- 
rnuaif.y-based soi-\'ices can work tr-i^tlier to provide normalizing services 
f-n'oiir retarde(i citi/.i/ns. 

Thf^ .liieslion of public-politie.d-prot\?.>sional accomplishments and its 
allied issue of morality, then, is rot ^'us'' against ^'thenV' or community- 
based residential i-rograms versus institutions. It is more a matter of 
tlio individual seiviee provider's perception of what we all, as human 
i.)enigs, deserv( :uu\ his assessmciit of his luiowledge, power ;uid vision 
to en\>ct the necessary' clianges. I would stress that service providers 
must focus on the need for individual programming for each and ever>^ re- 
tarded eiti.aai, regardless of where they reside. If that attitude were 
e^)n\mon lo professionals in mental retardation, Mie results would vai^s 
!;)r morality leads people in manv directions. 1 do not doubt, however, 
that the futures of retarded persons would be a hundredfold brighter; 
that there v/o^jld l)e many sliapes and forms of residential service ^nodels; 
and tliat more young and dedicated advocates and professionals would 
join, anxious to use their knowledge, skill and enthusiasm in ser\Mce to 
per.:f)ns so long denied the normal life exT)ericnces we take for grunted. 

The legal rigiits of mentally retarded persons are, at present, being af- 
n lined in the courts. Wiial ii> crucial now is the affirmation of their hu- 
nKU) rights by societ>s the roco'j:nition of them as leaiTiing, growing per- 
sons who deserve the opportunities for self-fiilfillment as much as \^ou 
iuv\ I. From my own cxt:)erience witli communitv-bpsed progi^ms in Ne- 
braska, I cim say that, when the advocates and professionals can embrace 
this ideal as the proper moral expression of their involvement jind full 
utilization of their Icnowledge, the acceptance of mentally retarded x^ersons 
bv our soeiet>^ will not far behind. 
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Conclusion 

1 belie.vo thiit \vc must i-ntliiiil:, rotlocl luul thou actually sock to finalize 
aftinietablc to phase 'I'v.vm all >r the lari;*e public institutions for the re- 
t:irded in our count^% . * i:on-\'(^ar period should he loni? enough to in- 
erenionUilly maJvC the *r;in.si<k)n from where wo are to where wc must b.e: 
within the family, in tlic riue ;md in the comnmnity. I am fully aware 
that we have a long way to gc:), and ag*ain I speaJv as one person whose 
crvstal l>al], God knows, is cloudy. I have no periscope on the future, 
but after 18 years in this field of service I remain deeply bothered by 
hearing the children in the wildemess singing, as Fred Krause mentioned. 
The PresidentVs Committee on Mental Retardation, in its MR 2000 Report, 
predicted that by the end. of this century the current institutions will Ix^ 
drastically altered. Federal goals talk about ' ruduution of a third or a 
quarter oi the current population of institul:i<>naliZ'Hi retiirded citizens. 
Wliat is sinful about going all the v/ay diiri) ^he next ten years? \VTiere 
is the roadblock to a movement which h. : .:;i\L^e to lift the initial 

liorizons of help imd hope — in the early ' -o go the next big step of 

ser\ingall our retarded citizens as o^-u itizons who tmly descm: 

full opportunities to share in the proru^'f*^ America? I spoke this way 
at a national conference just one wet- ajMl snnieone said to mo, "You 
know, Fnmk, you sound as 'old fashioried* ;is our new president. Ho 
speaJvS of compassion, and you spep\ nnr^ng equaFopportiuiity to the 
retarded for wholesome and respou*'v; residential environments." The 
obtainment of wholesome soci[il-ad'-»;'Live benefits from responsive en- 
\ironments and how they can be indi\idual(zed to meet the need^ of all 
retarded citizens — regnrdless of the nature of their handicaps — is how 
Flizabeth Boggs recently reinterpreted the piinciple of normalization. 
She wanted for her David a truly responsive environment. Yes, we must 
talk the same way about all of the programs^-current and future — for 
every retarded child and adult in this country^ Not because he's obese, 
or has an IQ of 15, is blind or microcephalic, has spasticity in one leg — 
: mu fill in the blanks — but because he's a humjm being who is a fellow 
citizen. Let us reuliiize the traditional truths of tlie early humanism our 
country displayed toward it&-retarded citizens and ^"um our back on the 
roadblocks — consciously, Vv1th pitrpose and fully commit ourselves to 
provide tialy responsive models of residential ser^aces to enhance t?.j 
lives of our retarded citizens. 



We talk too much afx)ut L>ar movement's fears and roadblocks to captur- 
ing the dream of full personal fulfillment for our retarded citizens. Dis- 
sention within our movement, unions, conflicting advocacy postures, the 
negative fallout of politics, etc. We tall< too much in terms of bring fear- 
ful of doing what we have Icnowi for a long time must be done u> '^ive re- 
tarded persons a meaningful place to live and grow as fiill citizens in 
their country'. 



! ■•,'.<■■ ;iV,-:!Vi- 0.;:<A \i\:>\oT push ; ■ r I'lill ivoc-icy will ■.K-mand ;i ival i;',!! - 

• :!.. ni i.if :u tinu's, "'tdo wi'rc" ).)(>s1v,re Lowanis state' -Lu'al iilanmM-.s 

ai;.! .-•.■i"jio<' (n'ii^■^.>n■ perrioniv.-l. V\\' must ra.> loiii;ci- accept just talkinu' 
to Uiora at t'lio tiincs oC crisis— ant! then tln-y miilcc tiie rc-al. dollar de- 
risioi'ii; iM tlic ixick r'>.>n:. The cuffcnt ova of openness: in -m-oi nrncnt 
•.vil! ai-' u.s -ax'a.i.lv. ilavc"v-<vj n'aticcd !:ov/ many public ofticials :uid cm- 
[..(overs al'^vavs scorn uaendlv until it conies to unfavorable puljlieity or 
■anroniila.r iioHev decisions V Then wc. 11k; advocates, become typieallv 
'.iev.-ed as incolicront, incon\):iet(nit , i roublcsomc , etc. Since ovir move- 
ment has been the niaior invpetus for i;.ro;;vaan cham^es ajid a central 
stimulus tor tlie ra.pidlv increasir- Slow of dollars to pro-rams, we can 
demand that w. stop beii _, v>ev.'(,-d aS-just ROod rroni people wlio "...just 
c:mM understand tlie bucl^. " 'Ae n'.ust dem;m(l coiiorent .sl.ate plans-- 
rer-lcte with the dollars til.;eu-'se.,i openly and up front. Manx wlio I'ur- 
rently utilize the iiistimtions aTro vor\- hesitani about I be dm-ist and 
eventual ;--oaLs ofdeinstitutionalization. ^"es, this posture was iKully 
battered bv the mental health people who rapidly closed dow. :ind in- 
judiciously dumpetl people into boardi.no,' houses, nursin;-- homes or lit- 
erally out in the streets. This trend in mental b.ealth was very disre- 
spectfi.il of parents, their sons and daushtets. In contrast, and as 1 
said earlier, the thous;mds of employees in the institutions for the re- 
tartled have been and arc good and dili^^cnt helpers to our retarded 
citizens. We must not repeat the mental health scene, and the mor- 
atoriun: which 1 am sui^gestrn.? must tiiJce a hard look at step-by-step 
planning -and implementation components which directly reilect on the 
personal rights of all parties involved. 

As many have noted, there is in this country a great untapped opportimity 
to fally utilize the mountain of available loiowledge about modem resi- 
dential alternatives. Yet, I keep 'hearing, in state after state, "Yes, but 
..." and I have listened vcr}' carofiaiy to what the "huts" are. Ten 
years ago they referred to not having enough trained people; today that 
stricture is no longer a valid one. That was one of the reasons why 
our earlv institutions failed at the turn of this centiiry— because we hatl 
a niral-based nopulation and insufficient numbers of trained people to 
serve the retarded where their families esided. Today we have a rapid- 
ly increasing army of tmiued peijspnnel and, th.ank God, they are young 
people mthout trie professional blindsi^ots of. the past. Another frequent 
"but" is money. Bluntly, I have never believed that our countiy, which 
has a one trillion dollar Gross National Product, cannot do anything ii 
w'-uits to do! We can put a mrui on tlic moon, fig^it an unpopular war or 
we can dehumanize people. Surely we coji demajid that the investment in 
responsive residential alternatives for our retarded citizens is a noble 
and high priority item for investing in the current-future potentials- of 
;ill of our citizens! 
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i fioarlv note a chmv^'i^V'-i* posture at the fodoiMl levol lowaixis luniian 
sci^icos luul ail openness wliicli is matchotl with a concorn tbx^ all 
of our citizens. Let's capture this chani^int;- posture and cohtinue to 
c!;ani;*e the l;ori/.ons of liope and help lor our retarded citizens in the 
area of residential sex-Nices. It cxies out fco' be accoiuplishcd by us, the 
luaior r)i''2,anized movinnent of active advocates for tlic retiirded citizens 
of our country; A si-iiificant challenge, yes, but one whicli is in kcep- 
in'j,- with our niovement's oniixnni;' work, our shared love and our oni;*oinL;' 
eonmntiiient to wlial must bo done for, and with, the retarded citizens 
'.»f America, 



Community Based 
Residential Services: 




rKitkxral c3ssock3t»on 
for retarded Cftt2ens 



NARC Research and Demonstration Institute 

2709 Avenue E East • P.O. Box 6109 • Arlington. Texas 76011 • (817) 261-4961 



\.lull '.'.nnip l lonu- I'nH'udurc IMaiuial . 1:.)71. \i)rtli Carolina Doi.artnR'iit: 
ofllutnau riosourcos, :^25 N. Salisbury Strc(!l, Kaloii'li. North 
Carolina L'Tini. Cost: S3. 7'). 

An ADartmcnt Livin^^ Plan to Promofe intcu,Tation and N ormalization ol 

iVT enta'llv Retarded Adults . li)71, by Margaret Frit/., Wc^lf Wolfcns 
bender and Mel Knowlton. National Institute on Mental Itotiirdation 
Kinsmen Building, York University, 4700 Keele Street, Dowisview 
tTi'Toiito) Ontario, Canada M;>JlPr!, Cost: ^SLTjO. 

Analvzini;- Costs in a Residential Facility for Children: A Step-by -St^.p 

Manual. liKii). Child Welfare League of America, (i7 li-ving 

Place, New York, New York 10003. Cost: $3.00. 

Designed to meet the need for a workable, uniform method of 
meas"uring or analyzing costs in a children's residential group 
care facility, tlie system is planned for self-administration and 
needs no special forms. Outlining a method for breal<ing dowm 
the costs of operating an institution under voluntary or govern- 
ment auspices, or an institution service provided by a voluntary 
multi-service agency, tlie manual is. organized in five major 
sections. These are: (1) Organizing for costs analysis - staff 
assignments are made and decisions o-^ reached on handling 
problems; (2) Expenses in the agency's books are analyzed and 
• allocated; (3) Parent organization expenses are applied to insti- 
tution service; (4) Donated goods and services - imputed costs - 
the difference belAveen the commercial value and the actual ex- 
pense to the agency of donations are identified; and (5) Prepar- 
ing cost analysis report - based on the above information, a cost 
:inalysis report is prepared, consisting of four or five exliibits 
supported by a written year-end interpretation. Developed by a 
U.S. Children's Bureau financed project in tlie American Uni- 
versity' School of Government and Public Administration. 

As Close as Possible: A Study of Community Residences for Retarded 
Adults . 1974, by Bruce Baker, Garj,- B. Seltzer and Marsha M. 
Seltzer. Read House, Harvard University, Cambridge, Massa- 
• chusetts 02138. Cost: $12.50. 
The PARC Project (Planning Alternatives for Retarded Citizens) 
was undertaken to explore the many ways in which retarded adults 
are beginning to live in communities. This is a descriptive study 
of alternative models of residential living for retarded adults and 
a survey of community residences across the nation which also 
included an on-site examination of 15 programs. Chapter 1 
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develops l):ujkL> roun(i themes, followed by a description of procedures 
and :in overview of the sun-ey results from 381 pro:4Tams iind issues 
raised l)y them. Chapters 4-13 consider in more depth alteniutive 
m(M.lels currently servini^' retarded adults. Various issues are 
hlL;*hliL>iited in chapters 11-15, and recommendations are made rele- 
vant to Massachusetts. Appendices include a related paper on 
behavior modification in a gToup home. 



B enefit-Cost Analysis for Mental Retardation Programs: Theoretical 
"~ Considorations-and a Model for Application. 1071 , . edited by 

Juli'js S. Cohen, et al. Publications Distribution Service, Uni- 
versity of Michigan, 615 E. University, Ann Arbor, Michigan 
• ISVOiu Cost: $1.25. 

Final report on the project ''Cost Benefit/ Cost Effectiveness 
Analysis of Edu .ational Programs, " at the Institute for the 
Study of Mental Retardation and Related Disabilities. 

A Common Sense Approach to Community Living Arrangements for the 
Mentally Retarded . 1975, by John W. Fanning. Charles C. 
Thomas Publishers, 301-327 E. Lawrence, Springtteld, Illinois 
62701. Cost: $8.50. 

Ideas presented deal with the necessity for procurement of various 
types of insurance; checking zoning, fire and safety codes; how 
to deal with city ordinances; methods of selecting and securing 
household furnishings; ideas on designing individual training 
programs; use of community volunteers; transportation alter- 
natives. There is a discussion of advantages and disadvantages 
of using couples as houseparents as opposed to single managers; 
steps in implementing training hostels, group homes, apartments, 
etc. ; how to select a house and methods for screening residents. 
The book also includes discussions on the need for sex education 
for residents; a sample program evaluation scale; plus warnings 
of common pitfalls and problems in the planning and setting up 
of community living arrangements. 

Community Group Homes for the Mentally Retarded: Utilization of 

Evaluation Results for Program Planning and Quality Control. - 
1974, by Angela Yaron and James Graves. State of Colorado, 
Department of histitutions, Di\ision of Mental Retardation, 306 
State Services Building, Denver, Colorado 80203.- Cost: Unlcnown. 

This report presents a working model of project evaluation, the 
purposes of v/hich arc: (a) to help staff improve the quality of 



th6ir sci-\Mcc throu.t;'h oni;oins nioTiitoriiv^' ^^f proL^runi and cliont; 
and (b) provide adeciuatc aecountabilily rei-'ardint;' the ortectivoncss 
of tlic progTani to the state. Dcs^'giicd to monitor mid evaluate a 
three-year projoet called ^'Colorado^s New Patterns of Livint? for 
the. Mentally Retarded'^ (whicli involves the establishment of small, 
community -based i>'roup liomes for retarded indi\aduals), tlie (Us- 
cussion focuses on monitoinnt; client and pro^Tam movement, as- 
sessment of program objectives, dciATce of achievement, eniero;ini>: 
patterns ruid utilization of evaluation results for proj^'ram plaixjiini;- 
and quality control. 

Communis- Homes for the Retarded . 11)75, by Joel S. Be r<>Tnau (editor). 

Lexington, Massachusetts; 1). C. Heath tmd Company. Cost: 00 

Tliis publication discusses the plannini:;- and implementation of a 
i;'roup home, illustr: ng community involvement, selection and 
training of house nuuuai^-ers, prog*ram guidelines and budt;'et con- 
siderations. 

Comnumity Placement of the Mentally Retarded: A Handbook for Com - 
munity Agencies and Social Work Practitioners . 1973, by Richard 
A Mamula and Nate Newman. Charles C. Thomas Publishers, 
301-327 E. Lawrence, Springfield, Illinois 62703. Cost: $6.95. 

The stated intent of the authors is to create a liandbook for social 
work practitioners In the field of community placement wliich 
(a) seriously examines the basic components of the community 
plaoemont concept; (b) discusses its historical development; and 
(e) offers suggestions and a practical guideline for the development 
of effective community placement programs designed to meet the 
particular requirements of the individual communities and agencies 
involved. 

o 

Community Placement Program: An Examination of P rocess and Out- 
comes of Community Placement of Adults and Children From 
Mental Health Institutions in Michigan . 1974r Part I - Report. 
Part n - Technical Appendix. By the Michigan State Office of 
Health and Medical Affairs, Lansing, Micliigan 18913. 
Cost: Unknown 
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A Coi Mniltiuh Ki'spito Caro Proiyram tbr«t.ho MunUiHy Kotarded and/or 
I'lyvsic.dly HaiidiL'a])po.d . lOTO. A iKUidhook by Hoanna Shoob 
(m; pau'os)/ Childcarc Assistance Pn)}4:ra]n for Spocial Children, 
Iiu\ , P.O. Bo\'J2]7, Sprini;1iold, Virginia 221 m . Co^ * SI. 00. 

A stcp-l)y-stcp discussion of how the Childcarc Assistance Pro- 
gram dcvcdoj^ed its respite S(3rvices is prosonted. The liaiKllK)ok 
ineludos slaftinii; rcciuircnients, scttini;' fees, nietliods of Rmd- 
ill;;, recruitment, and training" of scu-vico ])rovidcrs. 

A Co niprehonsive Manual on the l^stablishniont ;ind Opomtion of Com - 
^ niunitv ResidcMiec^-. f or novelopmentally Disabled Perso ns, 

PJTTj, l)v the Northern Virp,1nia Association for Re^-arded Citizens, 
lOT) P. Annandale Road, Suite 200A, Palls^ Cliuroh, Vir^rinia 
220 Cost; >2. 00 Softcover, $5.00 Looseleaf Binder. 

1'his in:uiual was compiled by the Northern Virginia Association 
for Retarded Citizens^ staff in consultation with other public 
and jnMvate agencies. It represents two years* research in 
the area of coniinunity efforts to (1) prevent institutionalization 
and (2)' aid persons in relocating out of institutions and into the 
comnumity. Items covered in the manual include finance, zoning, 
home management, insurance and liability. 

Creating the Community Alternative; Options and Innovations . Proceed - 
ings of a Conference, March 19-20, 1974 . Hers hey, Pennsyl- 
vania, 1974, by Horizon House Institute for Research and Devel- 
opment, 1019 Stafford House, 5555 Wissahickon Avenue, 
Philadelphia, Pennsylvania 19144. Cost: Unlaiown. 

Specifically, the conference was designed to provide Pennsylvania 
mental health and mental retardation planners, administrators, 
service providers, public officials and Interested citizens with 
new concepts relating to community alternatives. The program 
content of the conference was organized around three majoj: 
sessions, each addressing a separate aspect of the conference 
theme: (1) Creating Alternatives for Optimum Residential Care; 
(2) Creating Alternatives to Promote Positive Adjustment In the 
Community; and (3) Creating Alternatives for Improved Case 
IVIa.nagement and Continuity of Care. 
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v ivuUiiiA a Foste r l-\ironl-A^c--nc-v ll:iiKllx)ok . By Helen 1). Sloii(« and 

Juaiine M. Iluiizcker. J'ublication Sevviee, Child Welfare Leai;\i(>, 
tJ7 Irving- Plaee, New York, New York 1 (){)0;3. Cost: $2.r>(). 

•\'\n^ 'j^wkh.: offers a unifonn appi'oaeh to the preparation of inf()?-nia- 
tional iiKUiuals and aL-roenKnits l)Gtween child care ;i.i>-encies and 
foster parents. Its puiposc is to provide comprehensive subject 
material tliat (>an be adapted to tlio policies in each locality wliere 
a»'encies and foster families worl< toi>-ctlier. 



IVinstitutionalization: An Analytical llevicw and Soeiolonloal Perspect ive . 
Xiitional Institute of Mental iiealth, Series 1), No. 1, 11)7(1, by 
I.eona L. Bachrach. Stock No. 017-021-00530-1. C.S. Coveni- 
nient Printing Office, Washington, I). C. 20 102. Cost: $1.10. 

This study is primarily focused on mental liospitals and describes 
the issues of deinstitutionalization, examining Uieni with tlie as- 
sistance of a theoretical framework. The fi-amework used is func- 
tional in nature. "A fundamental and imderlying assumption of the 
study is that majiy of the problems connected with deinstitutionaliza- 
tion are closely related to a general failure, first, to understand 
and/or pay adequate attention to the unique position of the mental 
hospital in American culture, and second, to make sufficient al- 
lowances for this uniqueness in the i)rocess of planning for socinl 
change. " 

Education for Foster Family Care: Model and Me thod for Foster Parents 
and Social Workers . 1974, by Helen D. Stone ;md Jeanne M. 
Hunzeker. Child Welfare League, 07 Irving Place, New York, 
New York 10003. Cost: .•:;(;. M-l. 

The authors present basic material on prescrvice and insei-vice 
educational prograniming for foster parents and foster family 
social workers, together with a number of models of how these 
basics can be, and are being, implemented locally. 

Establishing Commimity Based Homes for Developmentally Disabled 
Adults. By Dorothy Philbrick. Life Skills, Inc. , 3803 East 
Lalve Way, Redwood City, California 94002. Cost: $2.50. 

The author, writing from her own exi^eriences of establishing 
a small group home for developmentally disabled adults in Cali- 
fornia, provides practical advice appropriate for any geograph- 
ical area. Ms. Philbrick believes that a small group home 
situated in the community where trained staff would teach eacii 
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indiviikial tlio iu;rerfs:n-v liviiv.; skills, wouUl tiiniisli the irirontivo 
nvwMiwv for proL;*ir.^.s ami the tniinint;* that dovolopmcntjilly 
(lis;il>UHl :ukilts slvnilfl h:ivt^ to live n hui^py and fuinUcHl lito. 

An i:v aluation o MjiieJ^rf^^ of (rroiiy) Homo Living , l i)7r), hv Charles 
Scuvors. Aiix Chandolles, Klkli;irt Connty, l^^x n<.)S, 

Bristol, Indiana KklOT. Cost: Unknown. 

l-am ily Care Training Honi os: ^klnual of IM-occhKi res . 1!)7 1, by Maconib- 
Oakland Koi;*ional Center, J (1200 Nineteen Mile Road, Mt. Clemens, 
Michigan ISO 13. Cost: Unknown . 

The Family Cure Trainin^j,* Home IH-o^ram of the Macomb-OJildraid 
Hei^ional Center in Michii^an, a mochfication of tlic Family Care 
Proii;ram of the Michi.^nn ney)aii:n)oni of Mental Health, consists 
of placini;*one to three mentally rctiirdod individuals in a carefully 
scilected i^rivate home in which tlie resident can live as a family 
men^bor and receive both care and traininj,^*. Not meant to be a 
lit'e-loni;' residence, it is a j^oalof this pro<^ram that an individual 
maximize his ])otcntial and move into a more independent placement. 
Included arc ^\lidelines, procedures, descriptive material and 
forms (policy letters, checklists, evaluations, etc.), inscrvice 
training scUc'ckiles and insenncc traininj^- objectives for family 
care training homos. 

Five Modcls-of Foster Family Group Homes: A Systematie View of 

Foster Care . 1974, hy Elizabeth A. Lawdcr, Roberta G. Andrews 
anfl Jon U. Andrews. Child Welfare League of America, G7 
Innng Plaee, Now York, New York 10003. Cost: $3.00. 

The pui-pose of this monograph is to develop the concept of dif- 
ferentiated foster family care designed to serve a range of children 
and to describo scverrd foster family models useful in putting this 
concept into practice. Illustrating the flexibility that an agency 
must have if it is to selectively adapt available resources to ehil- 
rlren, this publication sets forth one approach to developing a 
wider choice of family environments for the placed child. 



' Community Aeccp t-^npn» A Mnnrlhook for C/^mmunit\^ iresidence 
Planners . August, 107n. Patricia Sticlaiey (cd. ) Community 
Residences Information Services Program (CRISP) of the West- 
chester Community' Service?: Council, 713 County Office Building, 
WTiite Plains, New York lOGOl. Cost: $3.50. 
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riH» ha!i(ll)(M)k is (k\sii»no<l to provi^U^ rtjsidcnco planners with 
pr:u'ti(!:il ideas and methods for analyzint;- :i' eonmutnlty and for 
d(»ternunin-' st^ate,-•u^s whieh ean bo eiTocHvo in |.?ainin[;' support 
tor a etunnnmily residen(;e and in resolvint; eonllict; an cxaniina- 
lion or the i)l)stacles caused hv restrictive zoning' codes, etc. ; and 
a vcv\c\\- of the role of the media in i;*ainint;' sui)i)ort for connnujiity 
ri\sid(.Miees. 

r.r.ni]) M onies (or the Me'n-.ally Ik'tmled, 1073 (Ueseareli and l^rainint;* 
* Center in Mental i;(»tardation Monograph No. I ), edited by Carol 

K. -Si-ennan. Tc^xas Tt^eh Tnivorsity, I.uhbcx^k, Texas YO lOn. 

Cost: 1 'nlaiowii. 

Ca'Mwiii-: out or a eonterenee "Extended Living;- tor llio Mentally • 
Ketankul," held November 12-1.1, 1<)71, at Texas Tech University, 
this mon(>i;r*i^h presents pai)ers rctlectint;- variety of vie\vT)oints 
and perspectives on the develoi)nient of o-rou]) homes. Included are: 
An <weinie\v of the pro^Tams of tlie State of Washini^ton alonR' with 
sample 'iinidelines for i^'roUp homes in that state; 
regionalized network of community -based services for tlic retarded 
in Connecticut and the .<>enesis of their <>Toup home programs (in- 
eluded also arc several critical issues in plaJinmg* and operathi^^ 
'.croup homes ; a tliird deserilxiS tliree facilities for employa!)lc 
residents and ciiscusses key mana.i;cinent considerations in the 
ik^velopment of sheltx^red livini? programs at the State School ir 
Lubbock, Texas. 

Croup Ihunes: One Altci-nati vc . li)7 1, by Rotert Goodfcllow. Human 
Policy T^rcss, P.O. Box 127, Cniversity Station, Syracuse, New 
York 13210. Cost: Unknowau 

Written as a prirt of tlie series '^Notes from the Center" from the 
Center on IKnnan T^olicy at Syracuse University, an orgajiization 
interested in saulying and promoting services and life pattenis 
whicli are as nonnal and non-stigmatizing as possible, this publi- 
cation provides information on alternatives to institutional living, 
an issue and concern consistent witli the Center»s interests. Bud- 
get sjunple and sample outline for a group liome pn^posal are in- 
cluded." ("Notes from the Center No. 

Guide to the Communii y. Vols. 1, II, III. EUwn Kducation Materials 
Center, i':iw\m, Pennsylvania Cost: $2, 95 each; Com- 

plete set >S. 50. 
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Volunu* I - l':ini)l<).\'nHMil, Monov Manauvnionl, Muiikini;, ; 
\ouv I'ayelieuk. - i 

\'(^liinu^ II - Iticoino Tax, I/ifu Insuvaiirc, llc^alth Insiiraiuus 

Social StMai lily* 

Volmuc III - Drivini;- a C\ir, Kindini;- a Placo to lavo, 
Kinori;-(Micies, Connniinitv Services, Medical Kiueri;-Oncics, 
i:)(;7. Rev. 11)71. 

(Ui idellncs lor tltc Esta bl ishment of a Corunumity Group Home . l!)73. 
Indited by Su/.anne Tunier, Oliio Developmental Disnbiiities, 
Inc., Suite 212, 2238 S. Hamilton, Columbus, Ohio 13227. 
(Note: Also available is Community Livini;* tbr Ohio's Develop- 
mentally Disabled Citi/.cns, 197 0. Cost: UnkTiown. 

(kntlelincs for Family Care Home Operators , 1J)72, by PaulJ. Schrader 
and Kosyln R. Kims. Springer Publishing Co. , 200 Park Avenue 
South, New York, New York 10003. Cost: .^1.25. 

Row to Choose a Nursing Homo: A Shopping and toting Guide . 197 L 
Citizens for Better Care, OGO E. Jefferson Avenue, Detroit, 
Michigan 48207. Cost: Unloiown. 

Citizens for Better Care, a consumer action organization of per- 
'^^ons and groups concerned with the improvement of nursing homes, 
homes for the aged and other facilities and the Institute for Ger- 
ontolog\' of the University of Michigan/Wayne State University 
have prepared a checldist on aspects of nursing homes that arc 
most important to the resident. Cliiefly directed towards the 
older person who may be considering ent||^ing such a facility. 

Indc, endcnt Living Teaching Manual . 1975, by Robert L. Schalock. 
' Mid -Nebraska Mental Retardation Services, P.O. Box II 10, 
Hastings, Nebraska 08901. Cost: $17. 00 for set of 2 volumes. 

The two-volume set includes an Independent Living Screening 
test manual in addition to this teaching manual. The manual 
contains a. sequenced list of target behaviors, which, when re- 
mediated, combine to produce functional behaviors. Specific 
teaching objectives, materials and teaching techniques are also 
presented in reference to each target behavior. 

The Mid-Nebraska program lias also developed screening tests 
and teaching manuals for Basic Skills and for Competitive Em- 
ploynient, . 
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1 nivc'i-MilA S{;itioii, Svrarusi', Now Vi)rk, ^-osl; s.S. 

l),«si-nr.(l lur p-iVcnls of t^hiMron wiMi (lisal)il( tios., tins puhlicatioti 
,suiii!uari/,^'S llu' Uininvhts of panM]ts ami advoc-iU^s who hix^'r stini-; 
• vliMi lor ivsoun-cs In meol the lUkMl.s (U' hniulic'a])pcHl childiviK The' 
rolo ailv<u-acv is cinphasiz-rd (o causuro lhat Iho hi;iils orhaiuli- 
ix'oph' a I'c uph(d(l. 

} Miii^ Tvnr hi st i tut ioiial C a r e a nd Altonialivu Solutions . Part I - 1M7::. 
rurrcait Activities. American rniversity lleport - \'ol. I, 1)V 
j- i-ank Atelsek, ei. ah American rnivorsity Development lv,lucati(Mi 
;nulT.rainim.^J{esearch. hustitutc^ \V:ishin[;lon, 1). C. T. S. Depail- 
• * mcnt of Health, Kdueation, and Welfaro, Social and Rehabilitation 
S(;r\-ice, Medical SeiviceS Admintstration, \{onn\ \i\0\) Hl-AVS, X]0 
{ • Street, S.\V,/\\ as]un<;ton, D. C. 20201 (SKS-7:i-"2 i:)()S). C^)st: 
rnl;nt)\vn. 

Divider! into two i)arts/t!ie introductory cha])ter of Part 1 discusses 
some the jM-ohlems associated with the development of altenia- 
tives to institutiiMial cnrc. Also reported iwo currcmt health ca.rc» 
t'fforts which niay prove relevant to future developments oT non- 
institutional models of long-term earc. Included arc abstracts of 
ivcent pro- ram activities among federal agencies, an inventor^' of 
recent' and ongoing research and demonstration projects and sum- 
marv ■descriptions of how other countries pro\idc long-term care. 
The three chapters of Pai-t IF discuss proposals for long-term care 
alt(Mnritives. 



New Xeio- hbors in S e arch of a Hom e. D»7 1, by Carolyn CMierington and 
" rkmnar IX^bwad (eds.) D. S. Government [Printing Office, SupeiMn- 
tcndent of Documents, Washington, D. C. 20201. (DllFW Pub.' No. 
,'«>]ID)7 1-2100 1). Cost: $2.10. 

Discussing philosophical and practical aspects of the retarded citi- 
i'.enVs need for a home in the comnumity, this document offers 
-•'aidelincs for all Amcricims to welcome their *'ncvv neighbors. 
Final chapter summarizes principles and goals set forth in the 
nionogTaph and looks at the role that the mentally retarded citizen 
should liave in detcnnining how and where he shall live. 

>,M Place [ako Home: Alternative Living Arrangements f6r tecnagn^rs and 
' Adults with Cerebral Palsy . September J 075, by Irving R. Dickman. 

I'nited Cerebnil Palsy Associations, hic. , r>l>^ivast 34th Street, 
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New York, New York lOOKu Cost: :>2.25. 

This 112-page maniuil draws extensively upon a variety of success- 
ful nodols for alternative living arr:aii;-enients, such as the FOKUS 
Societ\^ in Sweden and the Weinberger Foundation in New York. 
The nnuuial suggests that there are no "pemiancnt solutions*' to 
the need for residential scr\iccs but does present a variety' of 
new itleas, suggestions, case liistorics and cnteria. 



N ursing Homes ^ • th e System of Residential Services: Proceedings of g 
. Nation:il . osiuni. 11)75. National Association for Uetardcd 
Citizens, 2701) Avcniic E Kast, P.O. Box ()100, Arlington, Texas 
7^011. Cost; $2; 25. 

A pollcction ofpaperg enunciating basic [^xiiding principles which 
can be used by parents and professionals to assoss :md enhance 
the appropriateness of nursing home settings for mcntidly rctardetl 
persons. **ropic areas include: Standards and Regulations,; Appro- 
^ priateness of nursing home settings; Civil rights issues; Indi\idiial 

assessment and program phmning; Family involvement and com- 
munity interaction. ^ - , 



Obscr\ing in Institutions . 1074, by Robert Bogdan. Center on Human 

Policy or Human Policy Press, P.O. Box 127, Uilivcrsity SUition, 
Syracuse, New York 13210. Cost: ,$0.50. 

A series of questions presented in this brochure are intended to 
serve as a guide fdr observing the nature of Pfe in a variety' of 
closed institutions! namely, state mental health facilities and state 
schools. The questions focrus on policies, . practices, programs 
and conditions- of institutional! life. Helpful hints for retention or 
preserving the quaHty of observations are also given. ("Notes , 
from tli6'Ccnter, No. 2") 



Operating Manual for Residential Services Personnel. 1971. Nisonger 
Center for Mental Retardation & Developmental Disabilities, 1580 
Cannpn Drive, Columbus, Ohio 43?10. Cost: $4.00. 

Beginning with an historical review of residential alternatives and 
the emergence of the group home, the first pait ot this majuial 
focuses on effective administration in operating a group home. 
Part two givf - l)asic infoTOiation and programming for residential 
seivice^ pers mel, followed by emergency information and proce- 
dures, along \\i . sample forms in part three. A glossar\^ of 
terms and suggested readings are also given. 
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j2b nnini»: Alternatives to Institutions: Report on a New Kngland Case 
Conference , St. Joseph's College, North Windham, Maine, 
January 3-5, 1975. Bureau of Mental Retardation, State Office 
Building, August a, Maine 04330. Cost: UnlaiowTi. 

An overall ^-oal of the conference was to develop meaningful 
^ strategies for implementing a deinstitutionalization plan that 
' could be utilized not only by the State of Maine but by other states 
as well. Intent of the conference was to elicit, examine and deal 
with opinions, ideas and facts related to deinstitutionalization in 
a target system (Maine). Existing conditions presented problems - 
^ inadequate transportation, rural population and only one major 
residential institution where SO ixircent of the residents are 
SL-vei'cly and profoundly retarded. 

Planning for Your Owm Apartment , 1975, by Virginia Sweet Belina. 

Fearon Publishers, n Davis Drive, Belmont, CalifoniLa !) 1002. 
C;ost: >3.00, 

A Program Statement for the Establishment of Community Based Resi - 
dential "Services for the Mentally Retarded of Montgomery County , 
Maryland. Montgomery County Association for Retarded Citizens 
(Children), 11212 Norris Drive, Silver Spring, Maryland 20902. 
(1971) Cost: UnloiowTi. 

Based on a policy of normalization, the MCARC residential plan 
calls for the establishment of a series of small, specialized 
communitv^-integrated residences, dispersed throughout the 
counts and administered \nthin a continuum of existing non- 
residential services. A prerequisite to enrollment in the resi- 
(lentioJ ser\ice is that the individual would be enrolled in one of 
the day progranis in the count/. Admissions would be voluntary/ 
on the part of the patent or guardian. Seven distinct types of 
residential facilities are outlined and summarized. Budget 
estimates are also gi^^en. 

Rep ort of the PARC Ad Hoc Planning Committee for Resolution II: A 

Design for Living. 1974. Pennsylvania Association for Retarded 
Citizens, 1500 North Second Street,- Harrisburg, Pennsylvania 
17102. Cost: Unknown^ 

Residential Options for Qhioans With a Developmental Disability-: The 
Proceedings of Residential Services Seminar 11 . 1974. Ohio 
Developmental DisabiliAes, Inc., Suite 212, 2238 South Hamilton, 
Columbus, Ohio 43227. Cost: Unloiown. 

Ji0 6 
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The purpose of the seminar, held in Columbus, Ohio, on 
August 15-1(5, 1974, and sponsored by Ohio Developmental Dis- 
abilities, Inc. , was to provide an opportunity/ tor consumers, 
parents, professionals and lay persons to examine the progress 
of Ohio's efforts to improve residential services in the past 
two years. Recommendations were made concerning residential 
models and programs, manpower, resources and t'-i'-iing as 
well as specific aspects to be consid'^rcd in implementing the 
recommendations, licensing, etc. 

lictuming the Mentiillv Disabled to the Communit^^^ Government Needs/ 
^ ^ to Do Mor e. A fleport to the Congress by the Comptroller 

General of the United States. Washington, D.C: U.S. Gcnerjil 
Accoimting Office, January 7, 1977. v^mRD-76-152) Cost: $1.00. 

[ 

This government report concludes that "Care and treatment of 
mentally disabled persons in communities can be an effective al- 
ternative to institutional care. However, many mentally disabled 
persons have been releasei from institutions before sufficient 
community facilities and services were available and wituout 
adequate planning and followup. Others encer, remain in, or 
reenter institutions unnecessarily. " 

The Right to Choose: Achieving Residential Alternatives in the Community. 
1973. National Association for Retarded Citizens, 2709 Avenue E 
East, P.O. Box 6109, Arlington, Texas 76011. Cost: $1.50. 

A redouvce handbook and guideline for community group action 
in developing residential service alternatives. Provide^ the under- 
lying rationale for various typos of residential programs; strate- 
gies for securing community involvement; funding and administration; 
program considerations; and suggestions for monitoring the 
service. 

Standards for Community Agencies . 1973. Accreditation Council for 

Services for Mentally Retarded and Other Developmentally Disabled 
Persons, Joint Commission on Accreditation of Hospitals, 875 
North Michigan Avenue, Suite 2201, Chicago, Illinois 60611. 
Cost: $6.50. 

Standards -for community agencies have been developed to empha- 
size the necessity of an individual program plan for each person 
receiving services, uith each consumci: and parent participating 
in all decisions when feasible. To promote the continuity and 

• Z07 
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integTation of services, standards are provided for ^^ageney serv- 
ice components'* rather than for specific programs that may be 
categ-orized in terms of age groups or of setting such as preschool 
or activity center programs. These components include individual 
assessment, attention to developmental needs and sei-vices to 
support employnient and work. The Standards also include non- 
residential (i.e. , daytime programs) services to mentally retarded 
and other developmentally disabled persons. 

Standards for Resilcntial Facilities for the Mentally Retarded. 1 971 . 

Accreditation Council for Scr\ice| for Mentally Retarded and Othci 
Developmentally Disabled Persons, Joint Commission on Accredita- 
tion oV Hospitals, S75 iNorth Michigan Avenue, Suite 2201, Chicago, 
Illinois^GOGll, Cost: $7.25. 

These Standards emphasize the delivery of those services wliich 
will enable each resident to attain maximum physical, intellectual, 
emotional and social development. Included are standards for the 
professional and special services or programs that may be needed 
by residents. These stajidards are intended to' be continuously re- 
viewed and revised to maintain ciirrcncy with the txist thinking and 
practice in the field. 

A Study of Alternative Communitv Placements. September 197G, by 

Richard C. Scheerenberger, Ph.D. and D. Feisenthal, M.S.W. 
University- of Wisconsin, Madison, Wisconsin 54220. Cost: Unloiown. 

The general purpose d'f tl^is study was to gain ^greater Imowledge 
concerning the effectiveness of communit}- placement programs. 
The study was based primarily on the experiences of former resi- 
dents from Wisconsin's three public residential centers for the de- 
velopmentally disabled. 

Varieties of Residential Experience' . 1975, by Jack Tizard, Ian Sinclair 
and R. V.G. Clarice (editors). Routledge & Kegan Paiil, Ltd. , 
Boston, Massachusetts. Cost: $20-25. 

Basic rationale for residential se.^ "ces, including studies of istaff 
effects on programs, comparative analysis of residential facilities 
and measurement methodologies are discussed in this book. 

r 

y.nnln g for Family and Group Care Facilities . (Planninr: Advisory Service 
Report No. 300). 1974, by Daniel Lauber and Frank S. Bangs. 
American Society of Planning Officials, l.'?13 East Sixtieth Street, 
Chicago, Illinois 60637. Cost: $6.00. 



The American Society of Planning Officials surveyed a sample 
of 400 department planning directors in order to learn how their 
zoning ordinances treat these facilities. Definittons and de- 
scriptions of different social sendee facilities are presented 
as well as actual potential legal issues of current zoning treat- 
ment of family and group care facilities. Principles to be 
followed in determining zoning of these facilities are stated and 
recommendations for appropriate zoning are made. 
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President 
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2225 West Adams Boulevard 

Los Angeles, California 90018 
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Baltimore, Maryland 21212 

Tcrr>' Perl 
Executive Director 
Chimes, vine. 
1803 Thombury Road 
'Baltimore, Maryland 21209 

Sherry Smith * 

Washington County Association for 
Retarded Citizens 
Route #1 

Smithburg, Maryland 21783 

Mike Spurgin 

Executive Director 

Washington County Association for 
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123 Fainvay Drive 
Nashville, Tennessee 3721 1 

Ruth Dobkin 

Special. Education Teacher 
. Gallantin School District 
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John Lobcnstcin 

Chief of Community and 

Residential S'^rvices 

Wisconsin Division of Mental 

Hygiene 

1 West Wilson Street - Room 5 10 
Madison, Wisconsin 53702 

Gilbert J. Mautlie 
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Ac hievin:-; iU'Siili'Mti.!? AltL'niat t VA'S In the C'onnuunity; Worksliop Ix'adtM-'.s Manual. SI pa^u.j. 
Cost: y>\A)0, 

\ workshop lt»:nlL»r's nianual dosi^nuMl to assist tliu local AUC In iniplonuMitini^ an ^ 
action -oritMitud project con.sistlni^ of a planning pliase, action workshop anil carr>'- 
throui;h to achieve ni5W residential pmi^rani.s in tlie conun unity. 

HMJidf>«)ok for Uesidential So n dces Coniinittees . f i f) pa ^e s . Cost: $1.00. 

Ctuide desit;nied to assist state ant! local ci^nunittees to iiecomc! more effective in their 
efforts to, improve rc^sidential sen'icoa. 

NursiiiL^- Homes i n t h:j System of Uesidential St?i-vice s, I88pa^es. Cost: $2. :2r). 

Tlie proceedini^s of :i national symposium spcfHSOixJcl iiy NAUC which present critical 
issues and i^iidini; princi])les related to the use of nursing homes in a community's 
svstem of residential services. 

Policy St:ttements on Residential Carje. 12 pai^es. Cost; $0.25. 

A definition of some of tlie factors that contribute to delnimanization of institutionalized 
residents, witli rccommohdations for remedliil action. 

Uesidential Programming for Mentally Retarded Persons . Four booklets. Cost: $1.50. 

A set of four lx)oklcts on the following topics; I - Prevailing Attitudes and Practices 
in the Field of Mental Retardation; II - A i:)evelopmental Model for Residential Serv- 
ices; III - Developmental Proj^rammln^ in the Residential Facility'; and IV - The 
. Process of Change. 

Residential Prot;rammlnpc for Mentally Retarded Persons - A Checklist. 20 pages. 
Cost: $0.40. 

Designed to make the evaluation of residential programs, as described In Book III 
of NARC^s Residential Programmlnj^ for Mentally Retarded Persons -series, easier 
^and more efficient. 

The Rii^ht to Choose: Achieving Residential Alternatives in the Community . 80 pages . 
Cost: $1.50. 

Discussion of what a residential service Is iind why it Is needed. Action guidelines 
for local groups, showing the steps In developing a plan, collecting Information 
and devising a budget. Methods of achieving a change in social structure, when 
necessary, including, restrictive codes and ordinances. Evaluation and monltoiing ^ 
of resiclential services, ' , • • 
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